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Abstract 
Chronic health conditions impact children worldwide. In Australia, Type 1 diabetes 
(T1D), asthma and eczema are the most common. With young children (5-12 years), parents 
play an important role in illness care, while also meeting ‘worker’ and ‘parent’ roles. 
However, when doing so, the care they provide to their child is likely compromised, 
adversely impacting child health and Quality of Life (QoL). Although the experiences of 
working parents of children with various chronic conditions have been described, those 
specific to parents of children with the aforementioned types of chronic illness (CI) have not. 
Nor has an attempt been made to quantify or compare these to those of other parents. 
Therefore, the primary focus here will be on the well-being of these parents balancing all 
such demands, with a secondary focus being to compare the challenges of these parents to 
those all parents (e.g., those of healthy children) face. A review paper followed by three 
empirical papers are presented.  
The first study aimed to better understand the demands placed by work, family and 
carer roles. One-on-one interviews with 15 mothers (M age = 38.20 years; SD = 0.91) 
revealed that similar to all parents, mothers were impacted in both their work (e.g., missed 
work opportunities given parent role) and their family (e.g., less time at home given work). 
However, ‘added’ carer responsibilities were evident in terms of their work (e.g., taking time 
off work to care) and family (e.g., less care because of work). These mothers identified 
physical (e.g., exhaustion), social (e.g., less personal time) and psychological (e.g., 
overwhelmed) wellbeing as consequences of such demands. Support was identified as key to 
their ability to cope. 
These findings helped to inform the second study, which  involved the development 
and validation of a new measure to quantify the ‘additional’ illness care demands specific to 
these parents. The Parent Daily Hassles–Chronic Illness (PDH–CI) scale aimed to measure 
both the ‘frequency’ and ‘hassle’ of these demands, using items developed based on past 
research and parent and expert feedback. An Exploratory Factor Analysis (EFA) using 80 
parents (M age = 39.40 years, SD = 5.67) of children with CI revealed that the “Frequency” 
demands for these parents could be classified as “medical and social support” and “medical 
symptoms”. For the “Hassles” demands, one factor, “child’s illness” was identified. Evidence 
for validity and good-to-excellent reliability provide support for its psychometric properties.  
The third study investigated whether quantitative differences between the two groups 
existed across several parent variables and outcomes (e.g., parent demands, work/family-
work conflict, QoL, parenting, parenting stress) and child QoL. Findings from an online 
ii 
 
survey completed by 277 parents (n = 126 CI; n = 151 healthy, M age = 39.49 years, SD = 
5.52), revealed differences between the two groups in general and illness specific demands 
and child overall QoL and physical, psychosocial, social, emotional and school functioning. 
Other factors (e.g., socioeconomic status, work hours) were shown to impact the results and 
as such should be addressed by further research.  
Together the findings of these studies address the major research question: how does 
the effect of parent work and family conflict on both parents and children manifest when a 
parent also has the added role of ‘health’ carer for their child’ chronic illness. The first study 
provided an initial understanding of the experiences of this group of parents, playing an 
important role in further determining the focus of this research. Although similar impacts to 
work and family lives, and personal wellbeing were shown with other parents, for parents 
with a child with a CI, the specific impact of carer responsibilities on work, family and 
wellbeing were unique. Consequently, the second study addressed these responsibilities by 
developing the PDH-CI - a psychometrically sound measure useful for research and practice. 
The third study suggests parents of CI children faced significantly greater demands than 
parents of healthy children, with ill children reported to have poorer QoL only, with no other 
differences found across other variables and outcomes.   
Additional to addressing the research gaps in this area, these studies suggest that the 
experiences of parents with CI, although somewhat similar to parents of children who are 
healthy, involve added illness care responsibilities. Furthermore, although qualitatively it was 
illustrated that parent work and family life, wellbeing, and their children are impacted, when 
measured, this impact does not differ to that of parents with healthy children. This is with the 
exception of differences in parent demands and the child’s QoL. Furthermore, demographic 
factors are likely influencing these findings, interacting with parent group (CI v healthy) to 
determine parent and child variables and outcomes. This points to a need to consider other 
factors within the family living context to better understand experiences.  
This thesis concludes by outlining the key findings, general strengths and limitations 
of this research. Suggestions for future research and implications on theory, research, families 
and policy practice are discussed. Particularly discussed is the importance of policy 
implementation, and continuation of offered support to Australian parents and the 
consideration of the wider living context of families, given its potential impact on parents and 
their children.  
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Chapter 1: Child chronic illness and its impact on parents and children 
Chronic illnesses are the leading cause of ill health, disability and sometimes death in 
individuals. They have a significant impact on individuals, families and broader society (e.g., 
health sectors). Chronic illnesses present themselves with additional and extensive care 
responsibilities for parents/caregivers and families - presenting both a ‘challenge’ yet a 
‘need’, as good illness care is associated with better child Quality of Life (QoL) (American 
Diabetes Association, 2009; Cathcart & Theos, 2011; Thygerson, Gulli, & Krohmer, 2007). 
This care can be impacted when parents are required to work to provide funds to meet the 
additional costs related to their child’s illness. Adherence to proper or optimal care of a 
child’s illness is difficult when these care responsibilities compete with those related to work, 
parenting and personal aspirations.  
This research program will aim to investigate the experiences of parents who 
simultaneously work and care for their child living with a chronic illness, specifically either 
Type I diabetes (T1D), asthma or eczema. The main focus of this research is firstly on the 
potential ‘work/family’ conflict these parents are experiencing. This refers to the inter-role 
conflict where demands, time and strain related to or created by an individual’s work or job 
role/ family role interferes with performing family/job responsibilities. Secondly, are the 
implications of this conflict on the wellbeing of parents and children. For this research the 
focus is on Quality of Life (QoL) for both parents and children. QoL refers to the 
multidimensional concept, that encompasses a person’s wellbeing - physical, psychological 
and social, that are impacted by physical health, psychological state, personal beliefs, social 
relationships and relationships to salient features of their environment. Work/family conflict 
is further defined and discussed in Chapter 3 (3.2) while QoL is further discussed in section 
1.2.5 of this chapter. Specifically, for the remainder of this chapter, focus will be on 
introducing chronic illness, defining it as used in this research and outlining the prevalence in 
young children, and presenting the overall aims of the expand of the aims of the present 
research. It will also provide an overview of the thesis chapters. 
1.1 Child Chronic Illness  
The term ‘chronic’ disease, illness or condition refers to a medical illness or condition 
“that, in general terms, has a prolonged course, that does not resolve spontaneously, and for 
which a complete cure is rarely achieved” (NPHP, 2001, p. 10). For children, specifically, a 
chronic illness or medical condition is defined as a health problem expected to: 1) last three 
months or more; 2) affect a child’s normal activities; and 3) requires frequent 
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hospitalizations, home health care, and/or extensive medical care (Mokkink, van der Lee, 
Grootenhuis, Offringa, & Heymans, 2008). More specifically defined, a chronic health 
condition in a child or adolescent is “any physical, emotional, or mental condition that 
prevented him or her from attending school regularly, doing regular school work, or doing 
usual childhood activities, or that requires frequent attention or treatment from a doctor or 
other health professional, regular use of any medication, or use of special equipment” (Van 
Cleave, Gortmaker, & Perrin, 2010, p. 624). It can also be associated with negative 
emotional, psychological, social and physical, and financial effects on families, both on a 
daily basis and in the long term (Golics, Basra, Salek, & Finlay, 2013; Seltzer, Greenberg, & 
Floyd, 2001). 
These conditions contrast with 'acute' conditions which manifest and resolve over a 
shorter period of time (Murrow & Oglesby, 1996). Chronic illnesses can range from mild 
(e.g., short- and long-sightedness or minor hearing loss), to more debilitating (e.g., arthritis 
and low back pain) or even life-threatening conditions (e.g., heart disease and cancers). For 
children, the most common types of chronic illnesses are allergic reactions or disorders (e.g., 
asthma or eczema), neurological disorders (e.g., seizure disorders, neuromuscular disorders), 
and more recently cystic fibrosis, cancer and diabetes (Gale, 2002). Characteristics of these 
illnesses include long-lasting and persistent effects, which once present continue into 
adulthood. 
1.1.1 Prevalence: Australia, United States and United Kingdom. Prevalence data 
show that in 2007-08, 37% or 1.5 million Australian children aged 0–14 years, were reported 
to have at least one long-term health condition (ABS, 2009b). Similar prevalence rates occur 
in American children, where 25% of children and adolescents are affected (Van Cleave et al., 
2010), with 10-15% of children under 16 in the United Kingdom (UK) also said to be 
affected by chronic, long term health conditions (Southern Health NHS Foundation Trust, 
2018). This research will focus on the impact of the three most common childhood chronic 
illnesses – T1D, asthma and eczema. 
Asthma is a chronic, long-term lung disease that inflames and narrows an individual’s 
airways. It is often associated with recurring episodes of wheezing, chest tightness, shortness 
of breath and coughing, typically occurring during the night or early morning. Approximately 
a third of children show early symptoms of wheezing in the first five years of life (Mallol, 
Garcia-Marcos, Sole, & Brand, 2010). In 2014-15, asthma was the most common chronic 
health condition among Australian children affecting 11% in the 0-14 year age group 
(AIHW, 2016), with 6.2 million or 8.4% of America children under age of 18 (CDC, 2015) 
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and 1 in 11 or 1.1 million children in the United Kingdom also said to be receiving treatment 
for asthma (Asthma UK, 2018).  
 T1D refers to a lifelong chronic disease where an individual experiences high levels 
of sugar or glucose in the blood. It can occur at any age, however, T1D is classified as an 
autoimmune disorder usually diagnosed in early childhood, as opposed to Type 2 diabetes, a 
condition generally diagnosed in later life and related to lifestyle (Miller, Coffield, Leroy, & 
Wallin, 2016). In 2013, over 6,000 Australian children or 1 in every 720 (0-14 years) 
(AIHW, 2015); 11,245 American youths aged 0 to 19 years (Mayer-Davis et al., 2017) and 
approximately 35,000 young people in the UK were identified to be living with T1D 
(National Health Service, 2014). It is acknowledged that, while T2D in the United States, and 
other countries worldwide is becoming more common in younger populations (Reinehr, 
2013); as this is not the case in Australia (AIHW, 2014) , this research will focus on children 
with T1D, rather than T2D. It should be noted, however, that despite the focus here being on 
T1D it is possible this research may also have relevance to young children with T2D, making 
it a potential for avenue for future research. 
Atopic dermatitis (AD) or “atopic eczema”, is a chronic, relapsing, inflammatory skin 
condition that has a complex and multifactorial aetiology. It is characterised by dry skin, 
intense pruritis and a papular rash which becomes excoriated and lichenified or thickened/ 
leathery (Brown, 2016; Williams, 2001) and is typically diagnosed in infancy or early 
childhood (Ben-Gashir, Seed, & Hay, 2004; Horii, Simon, Liu, & Sharma, 2007). Although 
full remission is common (Illi et al., 2004) in children, the course of eczema is usually 
relapsing and remitting, and therefore sees the illness continuing into later life (Megna et al., 
2016). It affects around 38.5% (1 in 3) children, with 10% experiencing this illness into 
adulthood (Martin, 2011) in Australia; 13% of those age <18 years in the United States 
(Ballardini et al., 2013; Silverberg & Simpson, 2014), and 16% of children in the UK (Asher 
et al., 2006; Burr, Wat, Evans, Dunstan, & Doull, 2006).  
1.2 Parent Experiences 
1.2.1 Care of child Type 1 diabetes, asthma and eczema. Children with chronic 
illness are young and therefore not yet able to self-care and manage their illness (Beacham & 
Deatrick, 2013; Zysberg & Lang, 2015). Until they become more independent and develop 
the ability to self-care parents need to take on the main responsibilities related to their child’s 
illness management (American Diabetes Association, 2013; Sullivan-Bolyai, Deatrick, 
Gruppuso, Tamborlane, & Grey, 2002). As such, for parents living with a child with a 
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chronic health condition, daily life can present numerous challenges and responsibilities that 
are additional and illness specific. These responsibilities are typically beyond the usual parent 
duties (e.g., needs in terms of food, comfort, attention) and the pressures of long-term 
investment in child growth and wellbeing (Cronin & Becher, 2015; Eiser, 1990). All three 
illnesses of focus here involve management and co-ordination of care with others such as 
teachers and child care staff (Barton, Sulaiman, Clarke, & Abramson, 2005; Lee, Parker, 
DuBose, Gwinn, & Logan, 2006; Morawska, Stelzer, & Burgess, 2008), consultation with 
health professionals, managing of appointments, and making judgements about health care 
(e.g., changes in medication, seeking professional help) (Lee et al., 2006; Morawska et al., 
2008; Sullivan, 2008). 
The care of T1D is relentless and invasive (Helgeson, Becker, Escobar, & Siminerio, 
2012) and as Katz, Laffel, Perrin, and Kuhlthau (2012) showed, parents can spend at least 
11 hours/week providing or coordinating care, with daily execution of diabetes management 
plans including: 1) constant blood glucose monitoring, 2) insulin administration and 3) 
monitoring of diet and exercise (Siminerio et al., 2014). These tasks are time consuming but 
essential, as if not properly managed, it can lead to physical short-term complications (e.g., 
diabetic ketoacidosis and hypoglycaemia, poor glycaemic control) for children, that in the 
long-term increase the risk of life-threatening complications (American Diabetes Association, 
2009). Asthma care involves a need to 1) understand asthma severity, patterns/factors of 
exacerbation and onset, 2) understand treatment and medications, especially use, action, 
dosage and potential effects, and 3) monitor/respond to symptoms, including recognition of 
early symptoms and variations (Barton et al., 2005; Lee et al., 2006; Sullivan, 2008). Asthma 
symptoms, equally need to be dealt with when first noticed, as this prevents symptoms from 
becoming worse (Thygerson et al., 2007). 
For parents of children with eczema, care involves a rigorous skin treatment regime 
which can be 2-3 hours a day, and additional tasks such as increased laundry, house cleaning 
(e.g., house dust mite regimes), food preparation, and shopping (Lawson, Lewis-Jones, 
Finlay, Reid, & Owens, 1998). Adherence to a standard treatment routine for eczema helps to 
reduce impact on the child and family, and limit child hospitalization or greater need for 
treatment (Cathcart & Theos, 2011; Krejci-Manwaring et al., 2007). 
Prior review of studies that have focused on family functioning illustrate a mix set of 
results. Some report good and others poor family functioning. This suggests that most, 
however, not all, families manage a child’s chronic condition with minimal negative impact 
on their life (Herzer et al., 2010; Holmbeck, Greenley, Coakley, Greco, & Hagstrom, 2006; 
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McClellan & Cohen, 2007). More recently, Knafl et al. (2013) identifies a different approach 
- a continuum of patterns of family response to childhood chronic conditions. Four patterns 
are particularly proposed and are done so in regard to the extent family life was focused on 
usual family routines and activities (Family Focused Pattern) as opposed to the demands of 
condition management (Condition Focused Pattern). Parents in the Family Focused pattern 
showed families who were effective management of child’s chronic condition, with focus of 
family life not being on condition management. In contrast, parents in the Condition Focused 
pattern showed that family life centered on the difficulties of condition management and 
responsibilities, with parents not feeling entirely competent to manage. Parents in the 
Somewhat Family Focused pattern also demonstrated successful incorporation of condition 
management into everyday family life, to a lesser degree; while those in the Somewhat 
Condition Focused pattern also emphasized the effort and difficulties associated with 
condition management and the impact of the condition on their child and family.  
It will be noted here that, from the results of this study 24% of the families were 
classified in the Family Focused pattern, with a further 33% in the Somewhat Family 
Focused groups. As such the majority of families (57%) reported, for the most part, to have 
incorporated condition management successfully into everyday family life, while also not 
believing that the condition or its management had significant negative consequences for 
their child or family. Only 8% of parents were revealed to be in the Condition Focused 
pattern, however, an additional 35% of families were in the Somewhat Condition Focused 
pattern. Overall, although few families perceived family management as highly problematic, 
more than a third described their family management as moderately problematic.  Given this 
latter finding and past research reporting both good or poor family functioning, it seems 
appropriate to focus on investigating this in parents of children with T1D, asthma and eczema 
to explore experiences. It is therefore important to note that families may not be either 
functional or dysfunction, with potential immense variation being present - both between 
families and over time. 
1.2.2 Financial costs related to child illness: parents meeting finances. The cost of 
medical expenses when children have an illness are close to three times higher (Newacheck 
& Kim, 2005) when compared to medical expenses of a generally healthy child. For parents 
of children with diabetes, annual medical expenses in Australia range from around A$3,468 
(without complications) to A$16,698 (with complications) per person (Colagiuri et al., 2009). 
Eczema is estimated to cost between A$425 annual out-of-pocket costs for just treatment, 
with estimates ranging anywhere between A$13.50–A$2105.64 for adolescents and adults 
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(Jenner, Campbell, & Marks, 2004). In younger individuals, particularly infants, inpatient 
costs accounted for more than half of direct costs of AD in infants (Su et al., 2012). Meeting 
medical expenses can create a burden on family finances, with parents having to work to 
meet these expenses (Melnyk, Feinstein, Moldenhouer, & Small, 2001). 
1.2.3 Challenges that arise in meeting care. Any factors that interfere and hinder a 
parent’s ability to effectively adhere to treatment/management plans can be detrimental for 
the child’s illness. For those families with a child with T1D, single parenthood, chronic 
physical or mental health problems or complex child care arrangements can be risk factors 
for poor diabetes control and repeat hospitalizations, given the difficulties parents face in 
following treatment plans (Anderson, Ho, Brackett, Finkelstein, & Laffel, 1997; Grey & 
Tamborlane, 2003). Asthma management can be compromised when carers are not able to 
administer medication or management plans (Barnes, Jonsson, & Klim, 1996; Brocklebank 
et al., 2001). This leads to sub optimal adherence for daily medication, and furthermore 
poor symptom control, increased asthma morbidity (Boutopoulou, Koumpagioti, Matziou, 
Priftis, & Douros, 2018) and healthcare costs (van Dellen, Stronks, Bindels, Öry, & van 
Aalderen, 2008). Management of severe eczema is time-consuming (Drucker et al., 2017) . 
Non-adherence to treatment could be due to parent inability to cover costs or expenses (e.g., 
needed financial resources), or not having time to administer treatment or care (e.g., time 
resources). Fear of side-effects of treatment, difficulties in understanding how medication 
should be used or forgetting to administer medication are other potential reasons for non-
adherence (Chisolm et al., 2010). A parent’s inability to cover costs or expenses, and not 
having time to administer treatment can arise in circumstances where greater costs in 
relations to treatment and care are evident.   
1.2.4 Working parents. Parents who are working and also primary carers of their 
children is a common occurrence. Across Western countries children aged 6-13 years are 
more likely to have mothers in the labour force than children who are under 6 (ABS, 2003; 
OECD, 2005). In Australia, in couple families, 27% have both parents employed full-time, 
with 35% of families with children having one parent employed full-time and the other parent 
employed part-time (ABS, 2017). Parents of children with chronic conditions are typically 
employed however, some studies show this to be to a lesser extent (Gustafsson, Olofsson, 
Andersson, Lindberg, & Schollin, 2002; Lange et al., 2004) than parents of healthy children. 
Other studies show no differences in this participation to parents of healthy children (Songer, 
LaPorte, Lave, Dorman, & Becker, 1997).  
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 Parents present with a variation in the types of work they take on (e.g., mothers 
cutting back to part-time, altering their type of job) or quitting altogether. Fathers, for 
example, can also change work schedules or even pursue certain specialty area to be more 
available. However, while this variation is acknowledged here, and illustrated further in 
Chapter 2, the focus will be on parents that are still working (at least 2 days a week, part-time 
or full-time) while also identifying as the primary carer of their child.  
The need to both work and care for children comes numerous challenges for parents 
and consequences to their well-being. One such challenge is having to balance multiple roles 
and their respective responsibilities, including their ‘carer’ role. Referred to as work-family 
conflict, the stress of one role can affect the other (e.g., stress at work impacts children and 
family, or vice versa stress at home impacts work). Working parents and the challenges 
associated with caregiving are the focus of this research and extant research on employment 
patterns in this group of parents and the associated challenges and impacts will be discussed 
Chapter 2 and a more detailed analyses of work and life balance in these parents is discussed 
in Chapter 3.  
1.2.5 Impact on parent QoL and stress. Quality of Life (QoL) of family members 
of a children with a chronic illness is greatly reduced. QoL refers to a broad multidimensional 
concept based on an individual’s subjective evaluations of both positive and negative aspects 
of their life. It is a person’s well-being across physical, psychological and social dimensions 
(Ferrell, 1995), with physical health, psychological state, personal beliefs, social relationships 
and relationships to salient features of their environment all determining QoL (Herman et al., 
1998).  
 Overall, parents of children with chronic illness are at increased risk for impairment 
in their overall QoL (Hatzmann, Heymans, Ferrer-i-Carbonell, van Praag, & Grootenhuis, 
2008). For parents of  a child with eczema, worry, frustration, stress (Basra & Finlay, 2007), 
hopelessness, anxiety, depression, anger and guilt, and an inability to cope with all the tasks 
related to their child’s illness have been reported (Chamlin, Frieden, Williams, & Chren, 
2004; Lawson et al., 1998). Parents of a child with T1D report more social, emotional and 
financial strain (Dodgson et al., 2000), levels of stress and poorer emotional well-being 
(Faulkner & Clark, 1998; Poston et al., 2003), whereas parents of asthmatic children show 
lower physical QoL (Gau et al., 2010), and generally an overall lower QoL (Hatzmann et al., 
2008) , when compared to parents without children with a chronic illness. Some research 
suggests that family members can be more emotionally affected by illness than patients 
themselves (Weitzenkamp, Gerhart, Charlifue, Whiteneck, & Savic, 1997). 
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The three illnesses of focus here all require adjustments to family lifestyles (e.g., 
appropriate childcare, diet), finances (e.g., time off work (Lawson et al., 1998), income and 
social lives (Lapidus & Kerr, 2001). Despite involvement in their child’s illness management 
being of clear benefit to their child (Grey, Davidson, Boland, & Tamborlane, 2001; 
Helgeson, Reynolds, Siminerio, Escobar, & Becker, 2008), it is still a challenging aspect for 
parents as management must be incorporated into daily life, while meeting the needs of all 
family members (Barton et al., 2005; McQuaid et al., 2007; Sullivan, 2008), work and 
personal life (Buford, 2005; Kieckhefer & Ratcliffe, 2000). Supporting this is research that 
shows challenges with practical care of their child’s illness as being the most cited and 
problematic area by parents (Lawson et al., 1998). Treatments can be constant (e.g., needing 
to care for the child throughout the night) (Moore, David, Murray, Child, & Arkwright, 
2006), require numerous skills that are time-consuming time and challenging to acquire 
(Barton et al., 2005; Sullivan, 2008), and children often requiring adult supervision or 
constant parent presence (Siminerio et al., 2014).  
As families are considered a microsystem, the health of family members is incorporated 
into models relating to the health of other family members (e.g., parents). Common illnesses 
of childhood can affect parenting stress among working mothers (Lee, Vernon-Feagans, 
Vazquez, & Kolak, 2003). Parenting stress or stress related to the role of a parent, is 
important in understanding family dysfunction and psychopathology (Abidin, 1995) as it is 
associated with a number of detrimental caregiver and child psychological sequelae. A 
systematic review by Cousino and Hazen (2013) revealed that caregivers of children with 
chronic illnesses report greater general parenting stress than caregivers of healthy children, 
with parenting stress also associated with a higher level of parental responsibility for 
treatment management (Nieuwesteeg et al., 2016), greater depressive symptoms, poorer life 
satisfaction, hopelessness (Helgeson et al., 2012), greater sleep disturbances, anxiety, poorer 
marital satisfaction (Hansen, Weissbrod, Schwartz, & Taylor, 2012) and efficiency in 
discipline (Guajardo, Snyder, & Petersen, 2009). Parenting stress is also associated with 
poorer psychological adjustment in both caregivers and their children with chronic illness 
(Cousino & Hazen, 2013), illustrating the bidirectional influences between parent and child. 
Although the association between parent QOL and child disease status is not clear (Price, 
Bratton, & Klinnert, 2002), studies have shown that higher parental stress is associated with 
lower child QoL in children with diabetes (Nieuwesteeg et al., 2016), asthma (Fiese, 
Wamboldt, & Anbar, 2005) and eczema (Lifschitz, 2015). Given the implications of their 
circumstances in instances where greater stress might be experienced when care and work are 
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combined, it is even more important to focus on the QoL of these parents as they are critical 
to successful care of their child and their illness (Taylor et al., 2001). 
1.3 Implications for Children: QoL 
Management and care responsibilities are important. If left untreated or managed 
poorly chronic illnesses can have negative implications and impacts on children, particularly 
in terms of their child’s physical health and other aspects of their lives. Although impacts 
particularly relate specifically to a child’s physical health, they are also closely associated 
with mental health (Nabi, Kivimaki, Vogli, Marmot, & Singh-Manoux, 2008; Surtees et al., 
2008). Strong cross-effects between the two have been illustrated (Huff, McClanahan, & 
Omar, 2008; Ohrnberger, Fichera, & Sutton, 2017). In childhood, all parents are faced with 
fostering daily efforts into tasks that contribute to healthy child wellbeing – whether it be 
physically, cognitively, emotionally, or psychosocially. However, when childhood chronic 
illness is present it can impair psychosocial functioning and impede further development in 
all other aspects of child functioning, such as global well-being and health-related quality of 
life (Levy et al., 2006; Walker & Jones, 2005). Specifically, illness symptom severity and the 
overall impact of health condition itself can impact specific aspects of child development 
(Walker & Jones, 2005).  
Generally, irrespective of illness type, individuals with an illness show poorer QoL 
than healthy controls, across all QoL dimensions (Payot & Barrington, 2011). Asthma can 
impact physical (i.e., cough, shortness of breath, attacks) and emotional wellbeing (i.e., 
difficulties concentrating/paying attention, feeling different (less popular and lonely), social 
wellbeing (i.e., being bullied, left out, playing), and school or academic performance (i.e., 
missing out school activities and important schooling) (van den Bemt et al., 2010). Children 
with T1D also show greater risk for developing depression, anxiety, and psychological 
challenges (Hood et al., 2006), socially (e.g., miss/participating in activities altogether - 
excluded from friends’ sleepovers, birthday parties, and summer camps, feeling singled out 
and different from their peers) – (Hood, Naranjo, & Barnard, 2012). Those with eczema show 
poorer physical (lack of sleep), psychological (e.g., stress, anxiety, poor self-esteem) and 
social functioning (e.g., being teased by other children, less participation in sports/social 
activities) and school/academic performance (e.g., inability to focus, behavioural problems) 
(Krakowski, Eichenfield, & Dohil, 2008; Lewis-Jones, 2006). In contrast, when children are 
able to function effectively, such as getting along with their peers, performing academically 
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and participating in activities of daily living, they are also less likely to be at risk of 
developing psychological problems (Huff et al., 2008).   
1.4 Implications for Healthcare: Increased Costs of Chronic Illness 
In addition to the personal impact of parents and children discussed above, poor illness 
management has a burden on society in terms of costs of healthcare. This makes it important 
that care responsibilities are appropriately met. Both direct (e.g., medical visits, medications, 
hospital stays) and indirect (e.g., lost pay or lost work/school output) costs are impacted by 
care, treatment, and management of child chronic illnesses. In the United States, the cost of 
eczema is estimated to be US$5.3 billion (Misery et al., 2007), for asthma approximately 
US$56 billion (United States Environmental Protection Agency, 2013) and for diagnosed 
T1D approximately US$327 billion (American Diabetes Association, 2018). Most recent 
annual data in Australia reveals the cost of asthma to be approximately A$28 billion (Asthma 
Australia, 2016), while T1D is estimated at nearly A$1.6 billion (AIHW, 2008) and A$316.7 
million for mild to severe eczema (Kemp, 1999). Such figures make it important to 
understand the impact of care when having a child with a chronic illness on parents, and the 
broader family context.  
1.5 Research Significance 
 T1D, asthma and eczema are the most prevalent chronic illnesses in young Australian 
children. However, the care and management of these illnesses can be challenging, time-
consuming and financially straining for caregivers and parents. Parents work for several 
different reasons. In the case of this particular group of parents, one reason may be the 
greater financial strain likely experienced. This means that these parents need to be working 
while also acting as the primary carer for their child. However, despite their involvement in 
this care being important for their child’s wellbeing and in meeting their personal healthcare 
costs, care and treatment adherence could be more difficult when parent availability is 
impacted. Given time constraints, as other roles (and associated responsibilities) must also be 
met, a parent’s focus on care of the child’s illness may be limited.  
 It is proposed here that when a child has a chronic illness that requires care there will 
be significant impact on a parent’s daily life. There are a number of adjustments to family 
lifestyle (e.g., finding appropriate childcare, diet, taking time off work, family income and 
social life), where care must become an important and integral part of everyday life. Care will 
be additional to other aspects of daily family life — work, personal and social life. The added 
stress can have detrimental consequences for parents leading to poorer wellbeing (e.g., social, 
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emotional and financial), and likely also an impact for their children. For children with illness 
it is important that this is understood well as it can have a negative impact their wellbeing.  
1.6 Focus of this Thesis 
The sample of focus for this research are parents, who simultaneously are workers, 
primary caregivers or ‘carer’ and parents of children living with either T1D, asthma or 
eczema. These are common illnesses in Australian children and requiring extensive, daily and 
constant management and care. Given the ages of children diagnosed with such illnesses, care 
and management responsibilities fall to parents, who, given the many other roles they need to 
meet, are faced with the ‘extra’ responsibilities related to a ‘health’ carer role. While this is a 
role faced by most parents when a child might be ‘sick’ with the common flu or a cold, it is a 
role that is short-lived and in contrasts to the long-term carer role parents of children with 
T1D, asthma or eczema face.  
The primary aim of this thesis is to investigate the experiences of parents faced with 
these multiple roles, with the main focus being on the associated ‘inter-role’ or ‘work-family’ 
conflict and quality of life. Furthermore, given the implications to parents and children of 
these experiences of conflict, especially in terms of health, it is important for this research to 
focus on a number of aspects, which are detailed below.  
1.7 Aims of the Current Research 
The current thesis has four key aims, each addressed by a forthcoming chapter. These are: 
(1) To provide a summary of the literature on working parents (mothers and fathers) of 
children with chronic health conditions by a review of current research on the 
challenges in balancing their roles and impacts to families experienced. Through this, 
limitations of this past research are identified in order to inform the remaining thesis 
studies.  
(2) To describe and provide examples, through qualitative interviews, of the work and 
family life experiences of mothers with children who have T1D, asthma and eczema, 
while further comparing and contrasting these experiences to those reported by past 
research with mothers of healthy children and those of children with diverse chronic 
conditions.  
(3) To develop a measure quantifying the chronic illness specific “demands” faced by 
parents (particularly mothers) of a chronically ill child, focusing on item development 
of common demands and examination of the psychometric properties of this new 
measure.  
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(4) To firstly measure the demands faced by parents (specifically mothers) of children 
with T1D, asthma and eczema; work-family/family-work conflict (WFC/FWC) and 
outcomes (e.g., mother’s QoL (well-being, parenting, parenting stress), and child QoL 
and furthermore, investigate the associations between these variables and both parent 
(mother) and child QoL. And secondly, compare and contrast levels and associations 
in these parents to those in parents of healthy developing children, to assess 
differences.  
1.8 Chapter Overview 
The forthcoming chapters consist of manuscripts published in a journal for publication 
(Chapter 2) or manuscripts submitted to, but not yet accepted for publication to journals 
(Chapters 4, 5 and 6). These chapters follow the conventions of typical review articles 
(Chapter 2) and of empirical research articles (Chapters 4, 5 and 6) consisting of an 
introduction, method, results, and discussion. Each aims to address the main focus of this 
current thesis, yet each can also stand alone as an individual research paper.  
Chapter 2 presents a published paper that is a review of the literature on the area of 
focus, summarizing and critiquing this research, while also identifying the gaps and 
limitations that are used to guide the subsequent empirical papers.  Chapter 3 will further 
outline and provide a theoretical framework for the empirical studies – discussing inter-role 
or work-family conflict as it applies to parents and the negative impact of this conflict on 
parents and children. By doing so, it will outline the need for research, given the limited 
studies to date focusing on parents of children living with T1D, asthma and eczema. These 
aspects make up the foundations for the three empirical studies (Chapter 4 to Chapter 6).   
Chapter 4, a submitted manuscript, presents a qualitative  interview study exploring the 
work and family experiences of parents with children who have diabetes, asthma and eczema. 
It highlights the dual impact of worker-carer roles on parent and families and evaluates those 
experiences in light of past research. Chapter 5, a submitted manuscript. outlines the 
development of a measure quantifying the illness care demands uniquely faced by parents of 
chronically ill children. This measure is then used in an empirical study presented in the 
following chapter.  Chapter 6, a submitted manuscript, describes an investigation of 
differences in parent variables (e.g., work-family conflict, demands, parenting, parenting 
stress) and outcomes (e.g., QoL) and one key child outcome (QoL) across two samples – 
parents of a child with a chronic illness and parents of a healthy child. It will also examine 
associations between the above variables and outcomes, and particularly aim to compare, 
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these associations, as in the previous studies between a group of parents with chronically ill 
children and those without. 
Finally, Chapter 7 summarizes and integrates the findings from the entire body of work 
including the three empirical studies, describes the strengths, limitations and the key 
implications of these studies together, both theoretically and practically. A number of areas of 
focus for future research are proposed and discussed.
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Chapter 2: Working and caring for a child with chronic illness: A review of current 
literature 
The following chapter outlines a review of the current state of the literature on the 
topic of focus relevant to this thesis.  It presents a review of the existing literature on working 
parents of children with chronic conditions, by focusing on patterns of parent work, the 
challenges experienced because of having to care for children with an illness while also 
employed , and the flow-on consequences of this for parent wellbeing. It presents several 
gaps and limitations of this current research, which in turn helped inform the main focus and 
aims of the forthcoming empirical studies, which are outlined in Chapters 4 to 6 of this thesis.  
This chapter consists entirely of a review paper already published in Child: Health, 
Care and Development. For the purpose of this thesis, however, the paper has been adapted to 
ensure the flow of the thesis. The main changes include adjustments to section titles and 
placing of tables and/or figures, and sections of content in the background for this research. 
This is in order to limit the degree of repetition of content previously discussed in the 
previous chapter. It should be noted that while careful care has been taken to do this, where it 
was not possible so as to interrupt the meaning of the chapter, information was still included 
and as such might mirror that included previously. The reference for the already published 
article is provided below: 
 
Kish, A. M., Newcombe, P. A., & Haslam, D. M. (2018). Working and caring for a child with 
chronic illness: A review of current literature. Child Care Health Dev. 
doi:10.1111/cch.12546 
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this manuscript.  
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2.1 Background 
Advances in medical knowledge and technology over the last 20 years have led to an 
increase in the number of children living with some kind of chronic condition (Isaacs & 
Sewell, 2003; Vickers, Parris, & Bailey, 2004). This is illustrated through the prevalence 
rates already discussed in Chapter 1 (section 1.1.1). Current technological improvements, 
means that children are commonly cared for at home with treatment responsibilities falling to 
parents (Boyse, Boujaoude, & Laundy, 2012), who need to find time and energy to complete 
these added tasks and their daily responsibilities (Vickers, 2006). This can be exhausting 
(Isaacs & Sewell, 2003; Miller, Nugent, & Russell, 2016). This review aims to summarize the 
current literature on the experiences of parents balancing care for a child with a chronic 
condition, work and other responsibilities.  
Chronic illnesses or conditions have been defined in Chapter 1 (1.1). This review 
details the experiences of working parents of such children, and the ensuing consequences, 
and will not focus on child experiences. As detailed in Chapter 1 (section 1.1.1) the most 
common paediatric illnesses across developed countries like Australia and the United States, 
are T1D, asthma and eczema. As such these are arguably those that would influence a 
significant number of parents (Graham-Rowe, 2011; Maahs, West, Lawrence, & Mayer-
Davis, 2010). Similar across most developed countries, data indicates that a significant 
number of children aged from infancy to 15 years have these conditions (as illustrated in 
Chapter 1 (1.1.1). Although it is specifically argued that these conditions need specific focus, 
studies to date focus on diverse chronic conditions, making it difficult to segregate specific 
studies on one illness. As such, this review will take a broader approach. Research with 
adults with different chronic illnesses demonstrates that responses to issues surrounding 
specific conditions tend to be similar (Vickers, 2001). 
Quality of Life (QoL), as defined in Chapter 1, Section 1.2.5 receives special attention 
in the literature. QoL is a frequently cited patient-reported outcome within the chronic illness 
context (Deshpande, Rajan, Sudeepthi, & Abdul Nazir, 2011). Aspects of QoL, such as 
psychosocial factors are more potent predictors of medical outcomes than physical or 
metabolic factors (Rubin, 2000); and predictors of an individual’s capacity to manage their 
illness, maintain long-term health and well-being. It is also used by health care providers to 
assess the cost effectiveness of treatments and to help effective allocation of resources to 
health care (Osoba & King, 2005). 
As it has been detailed and discussed in Chapter 1 (section 1.2 and 1.3), a child’s 
response to illness is influenced by not only the characteristics associated with their illness, 
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but likewise by their family and social environment and the medical, social and 
environmental support they receive (National Research Council (US) & Institute of Medicine 
(US), 2013). Research suggests the health of a child with a chronic illness affects not just the 
child, but also those around them (Goldbeck, 2006; Golics, Basra, Finlay, & Salek, 2013). 
Arguments have been made that a child’s behaviour occurs in an interpersonal context, where 
a bi-directional impact takes place, with the family affecting the child’s illness, but as also the 
illness influencing the family (Smith & Kaye, 2012). For parent, these influences include the 
many challenges they face and the impact on their own health/well-being (Moore et al., 
2006), family relationships and activities, time management, daily routines, social networks, 
financial costs (Gustafsson, Olofsson, et al., 2002; Lange et al., 2004), careers and parenting 
(Murray, Kelley-Soderholm, & Murray, 2007). Particularly, caring for a child with a chronic 
health problem can negatively impact employment (DeRigne, 2012). With greater severity 
and duration of the condition comes an increase in the likelihood of maternal reduction in 
work hours or even complete work termination. This has been shown for parents of children 
with illness and disorders (Baydar, Joesch, Kieckhefer, Kim, & Greek, 2007; Kogan et al., 
2008; Parish, Seltzer, Greenberg, & Floyd, 2004). Research specific to mothers of children 
with special needs, shows a significant number work in part-time employment when 
compared to mothers of typically developing children (DeRigne & Porterfield, 2010). 
Chronically ill children require greater care than healthy children (Heyman et al., 
2004; Wilson et al., 2005). Added to the everyday parenting demands, daily hassles and 
family obligations, parents need to perform child illness specific tasks – such as monitor their 
child, administer treatments and medication and perform any caregiving responsibilities (as 
detailed in Chapter 1, section 1.2.1). These additional tasks can contribute to changes in 
family structure and function, redistribution of parent responsibilities (Hauenstein, 1990) and 
increasing general and parenting stress (Cousino & Hazen, 2013). More research is now 
examining the QoL of those who care for children with a chronic illness, given the need for 
them to incorporate additional tasks and demands into their daily lives. When these stressors 
(e.g., demands related to the illness) cannot be managed, the negative effects of stress 
accumulate (Murray et al., 2007) and can lead to psychological, social and physical impacts 
on parents (Fisman, Wolf, Ellison, & Freeman, 2000). Section 1.2.5 in Chapter 1 discusses 
this in further detail. 
2.1.1 Aim and focus of this study. An often neglected and under-researched 
challenge for this group is when parents work and care for their ill child. Although 
participating in the workforce is beneficial, offering greater social relationships, development 
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of skills and daily routine (Schur, 2002; van Campen & Cardol, 2009), and income (George, 
Vickers, Wilkes, & Barton, 2011), it requires time and taking on multiple roles (Barnett, 
2004; Lin & Burgard, 2018). Understanding parents’ well-being is important because it 
provides greater insight into the daily challenges they face; which can affect a parent’s health 
and well-being and have the potential to influence both – firstly the quality of care they 
provide to their child (Tibboel, Brouwer, Exel, & Poley, 2011) 
and their work performance (Schaufeli & Taris, 2014). Furthermore, a parent’s well-being 
can also be impacted by the burden of care given the child’s condition. This can often create 
physical stress, financial and time demands, and work-family conflict (Arafa, Zaher, El-
Dowaty, & Moneeb, 2008; Klassen et al., 2008). Understanding the current literature on this 
topic is important. This is because it has the potential to inform the types interventions and 
services that address the needs of families and any known risk factors. This review aims to 
broadly explore the literature on this topic by: 1) outlining and critiquing existing literature 
on working parents of children who have a chronic condition, 2) outlining the challenges they 
face, and 3) identify the associated consequences these challenges have on parent well-being.  
2.2 Method 
A general search of the literature, using the search terms outlined in Figure 2.1 was 
carried out to determine whether a review of this topic would be appropriate. As Figure 2.1 
illustrates, a number of hits for each of the search terms were found, suggesting some focus 
of the literature covering the topic, making this review appropriate. This review used a 
narrative overview approach – also referred to as unsystematic narrative reviews (Oxman, 
Cook, & Guyatt, 1994), a comprehensive narrative synthesis of previously published studies. 
Such a type of review focuses of summarising content of articles (Helewa & Walker, 2000). 
They also can aim to critique each study included (Day & Gastel, 2012; DePoy & Gitlin, 
2011), however, some suggest that this is not necessarily the aim of overviews (Helewa & 
Walker, 2000). The aim of such overview is to focus on outlining general debates, assess 
previous studies and outlined the lack of current knowledge on this topic, with the intention 
to then use this as an outlined reason or rationale for future research. The methods used here 
are based on the recommendation of the approach of “best-evidence synthesis” put forth by 
Slavin (1995). 
2.2.1 Search strategy. This review used keyword searches of the general library and 
several databases: SCOPUS, PsycINFO, Medline, Embase and Informit. Figure 2.1 provides, 
for each, the terms used to identify relevant literature.  
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Figure 2.1. Literature search process and numbers of papers identified, excluded and 
included in the review on parent employment, challenges and impact when having a child 
with chronic illness. 
These terms targeted the title, abstract, keywords or the body of each manuscript. 
Figure 2.1 details the number of ‘hits’ for each combination of search terms and the number 
of studies included. The review of literature was conducted from July 2014 to July 2016, and 
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sought to include any scholarly material, theoretical or empirical, qualitative or quantitative 
studies published in any journal or peer-reviewed publication. At Phase 1, studies that met 
the following criteria were included: i) published in the English language between 1995 and 
2016, given the advances in scientific knowledge and technology over the last 20 years; ii) 
described the employment patterns of parents; iii) described challenges experienced, and/or 
consequences as a result of working and caring for their ill child. The reference lists of all 
included papers were also checked for related papers.  
Sixty-nine papers met these criteria and were included in Phase 2. Of these, 35 were in 
the SCOPUS database; 14 in PsycINFO; 10 in Medline; 9 in the Embase database and 1 in 
the Informit database. Two further articles were also included from the reference lists of these 
papers. In Phase 2, these 69 studies were re-examined for relevance. In this phase, the studies 
were included if they met additional, more specific criteria: i) the illness could be asthma, 
diabetes or eczema, a combination of these or diverse chronic conditions; ii) described 
employment/work patterns; iii) illustrated the challenges faced by parents who 
simultaneously work and care for their ill child, and iv) outlined consequences, in terms of 
well-being and more specifically QoL, for both parents and children. Given these criteria, 15 
articles were included in the final review. 
2.3 Results 
Table 2.1 provides details of the 15 studies included. Of these, 5 were solely 
qualitative, using either in-depth semi-structured interviews or exploratory methods. Of the 
remaining 10, 8 were solely quantitative (e.g., survey/questionnaire based), while 2 used a 
mixed method approach. The studies included mothers and/or fathers of Australian, Dutch, 
American or Swedish children, ranging in sample size from small (N = 9) to large (N = 1431) 
and the type of illness - diabetes (Hatzmann, Peek, Heymans, Maurice-Stam, & Grootenhuis, 
2014; Lange et al., 2004; Songer et al., 1997; Spencer, 2014), asthma (Baydar et al., 2007; 
Gates & Akabas, 2012; Gustafsson, Olofsson, et al., 2002; Spencer, 2014; Timmermans & 
Freidin, 2007) or eczema (Spencer, 2014), as well as cerebral palsy, muscular dystrophy and 
spina bifida (Hatzmann et al., 2014). 
The main focus of each of these studies varied. The majority of the quantitative studies 
focused on just employment in parents (Baydar et al., 2007; Gustafsson, Olofsson, et al., 
2002; Hatzmann et al., 2014; Kuhlthau & Perrin, 2001; Lange et al., 2004; Montes & 
Halterman, 2011; Songer et al., 1997), with four also focusing on wellbeing or health  (Gates 
& Akabas, 2012; Gustafsson, Olofsson, et al., 2002; Hatzmann et al., 2014; Lange et al., 
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2004). Similarly, the qualitative studies also focused on detailing workplace/employment 
experiences (George et al., 2011; George, Vickers, Wilkes, & Barton, 2008a; George, 
Vickers, Wilkes, & Barton, 2008b), with just two focusing on more personal, wellbeing 
experiences (Vickers et al., 2004; Vickers & Parris, 2005). The two studies using mixed 
methods (George et al., 2011; Spencer, 2014) also focused strictly on employment 
experiences, with neither including any other aspect. 
2.3.1 Patterns in employment. Nine articles focused on quantifying employment 
patterns (Baydar et al., 2007; Gustafsson, Olofsson, et al., 2002; Hatzmann et al., 2014; 
Kuhlthau & Perrin, 2001; Lange et al., 2004; Songer et al., 1997; Spencer, 2014; 
Timmermans & Freidin, 2007) or describing employment related problems of parents of 
children with chronic illness (Lange et al., 2004; Montes & Halterman, 2011; Songer et al., 
1997; Timmermans & Freidin, 2007). Four of these examined rates of employment in parents 
of a child with numerous chronic conditions. For example, Hatzmann et al. (2014) found that 
parents of chronically ill children (0 to 18 years) were less likely to work more than 20-hour 
weeks than were parents of healthy children (Odds Ratio = .71). Amongst parents of 
chronically ill children, a negative association was found between the dependency of the 
child on daily care and low parental educational level with family and maternal employment. 
Spencer (2014) likewise found an impact of having a child with chronic health 
problems on work participation. Focusing on parents of young Australian children with 
moderate/severe health care needs, both mothers and fathers were between one-and-a-half 
and two times more likely than parents of healthy children to not be participating in the 
labour force. Mothers of chronically ill children were three times more likely to be in 
insecure employment and twice as likely to be in casual employment than mothers of 
typically developing children whereas fathers of chronically ill children were two-and-a-half 
times more likely to be in casual employment. 
Kuhlthau and Perrin (2001) noted that having a child with poor health status (e.g., 
general health, hospitalizations, activity restrictions, chronic conditions/disability status) 
reduced both maternal and paternal employment. All measures of health status were linked to 
a significant reduction in parental employment. Activity limitation and hospitalizations, 
factors with the potential to affect the family, were the strongest associated with lower
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Table 2.1. List of final studies included in the present review. A summary of characteristics for each study is included in terms of aims, participants, 
methods used and relevant main findings. 
Authors Aim Participants Methods Main Findings Main focus 
Baydar et al. 
(2007) 
To test the effect that a child’s asthma 
has on employment, over and above the 
expected effects of child well-being. 
American mothers of children with 
no asthma (n = 6 155); or with 
asthma: 1 child (n = 858) 2 or 
more (n = 118);  
Representative survey 
design, longitudinal 
Mothers with children who had asthma 
were less likely to be employed both full 
and part-time, and if single parents were 
also less likely to retain full-time jobs. 
Employment.  
Gates and Akabas 
(2012) 
To explore work-caregiving conflicts 
of parents with children who have 
asthma and how this affects parent 
well-being. 
American mothers (N = 98), who 
have children with chronic asthma 
In-depth phone 
survey 
Work found to conflict with caregiving, 
more than caregiving with work; due to 
inflexibility of work. Caregiving, though 
positive experience, negatively affected 
quality of life. 
Quality of life, depressive symptoms, 
caregiving’s positive impact and 
burden, work–caregiving conflict, and 
social support.  
George et al. 
(2008a) 
To explore experiences of parents 
working fulltime and caring for a child 
with chronic illness; specifically 
challenges (e.g., work-family balance) 
Australian parents (N = 12), 9 
mothers and 3 fathers of children 
with diverse chronic conditions 
Qualitative, in-depth, 
semi-structured, 
phenomenological 
interviews 
 
Limited support, negative and 
unsupportive attitudes of 
employers/workplace. Little opportunity 
for flexible work arrangements and leave 
entitlements, and feelings of frustration 
and difficulty in balancing dual roles. 
Experiences within parents’ 
workplace, with results reporting on 
the theme ‘The Workplace’.  
 
George et al. 
(2008b) 
To explore the needs of parents 
working fulltime and caring for a child 
with chronic illness 
Australian parents (N = 11) of 
children with diverse chronic 
conditions 
Qualitative interviews Challenges included: rearranging work 
hours, use up leave entitlements, work 
unsatisfactory hours, give up careers and 
changing jobs to balance roles. 
Negative impact of parents caring 
responsibilities on their work life and 
the greater stress experienced in 
maintaining full time employment.  
George et al. 
(2011) 
To explore the challenges (especially 
financial challenges) faced by parents 
caring for a child with a chronic illness. 
Australian parents (N = 11) of 
children with diverse chronic 
conditions 
Mixed-method, 
qualitative interviews 
and national survey 
Parents do not benefit from full-time 
employment; given low paid jobs due to a 
need for flexibility to meet care 
responsibilities. Many faced high costs for 
specialized care, but had no access to 
existing support. 
Finances, additional expenses, 
constraints of policies, impact on 
employment. 
Gustafsson, 
Olofsson, et al. 
(2002) 
To describe the psychosocial effects in 
families with a child who has asthma, 
and determine whether an association 
exists between the medical severity of 
the child’s condition and psychosocial 
problems. 
N =170 children with asthma and 
their parents 
Questionnaire 28% of families reported that a parent had 
to work less outside the home 
Psychosocial effects of asthma on the 
whole family. Eight broad domains, 
i.e., economy, work, contacts, leisure, 
health, knowledge, environment, and 
family.  
Hatzmann et al. 
(2014) 
To assess the effect of having a 
chronically ill child has on parental 
employment and parent leisure time 
activity. 
Dutch parents with children who 
have asthma, diabetes, Down 
syndrome, Duchenne muscular 
dystrophy, renal disease, metabolic 
diseases and other illnesses (N = 
576), and healthy children (N = 
441).  
Self-report 
questionnaire 
 
Lower rates in employment in families of 
child with chronic illness compared to 
those of healthy children. Mother’s 
employment and family employment 
negatively associated with care 
dependency of child. 
Employment, with leisure time also 
measured. 
Kuhlthau and 
Perrin (2001) 
Understanding the association between 
several measures of a child’s health 
status and parent employment. 
National representative sample of 
American mothers, n = 13 394 and 
fathers, n = 10 930 
Cross-sectional study, 
survey  
 
Having a child with poor health status 
(measured by general health, 
hospitalizations, activity limitations, 
chronic condition/disability status) 
reduced maternal and paternal 
employment. 
Employment. 
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Lange et al. 
(2004) 
To investigate the burden, as well as 
the financial and professional 
consequences that parents experience 
after the onset of child diabetes within 
the context of age of onset and family 
structure. 
N = 580 families 
with 583 children 
with type 1 diabetes 
Structured 
questionnaire 
Reductions in employment amongst both 
mothers and fathers – post onset of the 
child’s diabetes. Mothers also report 
numerous handicaps in their career 
Examination of 
financial and professional 
consequences. Some mention of day 
to day burden. 
Montes and 
Halterman (2011) 
To determine employment difficulties 
attributed to having to secure childcare, 
and identify if having a child with 
chronic illness is associated with child-
care related employment problems. 
N = 1431 households with children 
who are healthy or have behaviour 
problems/ chronic illness  
 
Household-level 
sampling from 
nationally 
representative 
telephone survey 
In parents of children with serious chronic 
health conditions – double to triple odds 
of having many child-care related 
employment problems – e.g., absenteeism; 
changing schedules. 
Types of employment problems 
parents directly attribute to difficulties 
in securing child care.  
Songer et al. 
(1997) 
To examine the influence that diabetes 
has on the employment patterns of 
parents of diabetic children. 
American families of children with 
and without insulin-dependent 
diabetes mellitus (IDDM)  (N = 
339) 
Questionnaire 
 
No differences between IDDM and 
control families in parent employment. 
IDDM families (esp. single parents) more 
likely to report work absences related to 
child care. 
Employment patterns. 
Spencer (2014) To examine impact on labour force 
participation, job tenure and job 
security in parents when child 
experienced chronic health problems. 
Australian parents of 
children diagnosed with various 
illnesses (N = 218) between 2 and 
6 years. 
Longitudinal, cohort 
study 
 
Impact of having a child with chronic 
health problems on work status in early 
years of life for both parents. Job 
security/tenure, work participation is 
affected. 
Work status and job security. 
Timmermans and 
Freidin (2007) 
To examine how mothers of asthmatic 
children negotiate and perform this role 
and the impact this has on labour force 
participation. 
American parents 
(N = 50) of children 
who have asthma 
 
Open-ended, in-depth 
interviews 
Mothers experience a reduction in their 
participation in the labour force due to 
having to take care of their child with 
asthma. 
Careers, employment, specifically 
how mothers integrate care activities 
in their own lives, and how the 
resulting time-consuming care 
activities affect their labour force 
participation.  
Vickers and Parris 
(2005) 
To describe what life is like for a full-
time worker who is simultaneously the 
primary carer of a chronically ill child. 
Australian parents of children with 
diverse chronic conditions 
In-depth interviews Themes of “Silencing the Self”; 
“Otherness” and “Doing it all”. No 
feelings of worthlessness or hopelessness.  
“Doing it all” - women being 
responsible for responsibilities 
pertaining to caring for the child, the 
child’s welfare and development, 
picking up chores, dealing with 
professionals, psychological, physical, 
and emotional fatigue 
Vickers et al. 
(2004) 
To investigate the life and work of 
individuals who work full-time and 
also care for a child with chronic 
illness. 
Australian mothers (N = 9) of 
children with diverse intellectual 
and physical disabilities (severe 
epilepsy, leukaemia, Down’s 
syndrome, myotonic dystrophy, 
attention deficit/hyperactivity 
disorder, autism) 
Exploratory, 
qualitative study 
 
Mothers reported feelings of ‘doing it all’, 
frustration in their role of mothers, 
juggling work and competing and 
conflicting demands at home; being the 
first point of call for their child’s needs; 
frustration and challenges in helping their 
child develop and promoting healthy 
functioning of the whole family. 
“Doing it all”, the strain and impact on 
sleep experienced. Responsibility for 
the well-being of family, and needing 
to balance demands of caring regimes, 
working, personal and family 
responsibilities.  
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employment.  Montes and Halterman (2011) described the child care-related employment 
problems for parents of children with serious chronic health conditions. Parents experienced 
both absences from work (21%) and modifications to work schedules (27%). Though 
differences were found based on whether households were a dual parent or single parent (two 
parent households reported fewer problems), having a child with serious chronic health 
conditions was linked with double to triple odds of parents experiencing numerous child-care 
related employment problems. 
The remaining five studies focused specifically on employment patterns in parents of 
children with either asthma or diabetes. All but one study (Songer et al. (1997)) found these 
parents experienced lower employment rates. For parents of children with asthma, three of 
the five studies  (Baydar et al., 2007; Gustafsson, Olofsson, et al., 2002; Timmermans & 
Freidin, 2007), reported similar results and described employment amongst mothers only. 
Mothers who had a child with asthma were less likely to be employed in either full-time (FT) 
or part-time (PT) work (Baydar et al., 2007), yet these effects were dependent on other 
factors including the well-being of the child (e.g., bed days of children), such that this 
contributed to a reduction in the prevalence and continuation of full-time employment. 
Timmermans and Freidin (2007) found that mothers pay a price by taking on the caregiving 
role, experiencing time restrictions, stress and a reduction in paid labour force participation, 
with families of children with the most severe asthma experiencing the strongest effect of the 
child’s condition on mother’s labour force participation. Lastly, Gustafsson, Olofsson, et al. 
(2002) found that 28% of parents with asthmatic children reported having to reduce their 
amount of work outside the home, with the severity of asthma related to the extent of psycho-
social problems experienced.  
Songer et al. (1997) focused on differences in employment and work patterns between 
parents of children with insulin-dependent diabetes mellitus (IDDM) and control families. 
Overall, no differences were found between these groups in parents’ overall rate of 
employment and changes in patterns of work, however, IDDM parents were more likely to 
report absences from work related to childcare. This impact was especially greater for 
working mothers and single parents who reported reduced employment, greater absenteeism 
and needs to change work patterns. Lange et al. (2004) found that parents showed work-
associated changes, particularly reductions in both FT and PT employment. Before the onset 
of the child’s diabetes, 93% of fathers worked FT, with 4% thereafter changing employment. 
For mothers, 22% worked on a FT basis and 38% on a PT basis before onset. Post-diagnosis, 
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31% reduced their working time or stopped working altogether while 33% reported 
experiencing impairments in career developments. 
2.3.2 Parent challenges. Two studies focused on detailing the challenges amongst 
parents of children with diverse chronic conditions that had significant and severe physical, 
genetic, neurological and systemic impairments – specifically challenges/barriers in 
maintaining employment (George et al., 2008b) and achieving work-family balance (George 
et al., 2008a). George et al. (2008b) explored and described the experiences of a sample of 12 
parents working full-time and caring for a child who had a chronic illness. Through in-depth, 
semi-structured interviews, this study illustrated that employment can have both positive and 
negative effects for parents. On the one hand, it can provide parents with temporary relief 
from the ‘carer role’, improve emotional well-being and opportunities for developing social 
networks. On the other hand, the added caring responsibilities are shown to have a negative 
impact on parents. Many parents reported needing to rearrange work hours, use up leave 
entitlements and change their jobs to meet demands, as well as experiences of extensive 
stress and frustration because of the complex arrangements required to balance all 
responsibilities. Having to constantly monitor their child, together with difficulties in 
‘getting’ appropriate and affordable child care led them to seek more flexible jobs. Yet, 
parents reported that having flexible jobs was difficult and did not decrease stress, but rather 
increased frustration due to putting aside career aspirations, working unsatisfactory hours or 
conditions, having little access to leave entitlements and no guarantee of work. The negative 
attitudes of employers, particularly their “uncaring”, “inconsiderate” and “unsympathetic” 
approaches (George et al., 2008b) to understanding the pressures and responsibilities that 
they faced, added to parents’ stress. 
George et al. (2008a) also illustrate parental experiences, particularly issues faced in 
the workplace. Their findings reveal the limited support that parents experience from their 
employers, especially the negative and unsupportive attitudes, lack of flexible arrangements 
and leave entitlements; two aspects which, as revealed by parents, would help them in more 
easily managing responsibilities. A supportive work environment was identified as a key 
need whereas family-friendly entitlements were often crucial. Finding appropriate, affordable 
and flexible child care was shown to be difficult because of limited operational hours of 
specialized care centres, little and limited access to before- and after- school care and 
difficulties in asking a close family member to look after the child who often requires 
complex care. The unpredictability and relentless nature of the child’s condition also meant 
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that parents need to be able to leave work, frequently, to attend medical appointments, tests 
or emergencies. 
Vickers et al. (2004) and Vickers and Parris (2005) both used a narrative, qualitative 
approach to report the challenges experienced by working mothers. Both studies described 
experiences of feeling as if they were “doing it all”, being frustrated with their mothering role 
and needing to juggle work with the competing and conflicting requirements at home, which 
is indicative of challenges with work-family conflict. Vickers et al. (2004) reported mothers 
felt like they took on the main responsibility for the care of their child — being the first point 
of call, required to be at medical/professional appointments, and to stay with the child during 
hospitalizations. Frustrations and challenges with needing to foster both their ill child’s 
development and take on the responsibility for the healthy functioning of the whole family 
and experiencing feelings of uncertainty and fear of the future were also reported. Many 
mothers in this study expressed concerns of heightened conflict between work and home, 
because of the added caring responsibilities related to their child’s illness. George et al. 
(2011) focused on the financial challenges and illustrated the little benefit experienced by 
parents of children with illness when in full-time employment. This is primarily because 
many were in low paid jobs that provided little flexibility to meet all responsibilities and little 
support, leaving mothers to face high costs for specialized care. 
2.3.3 Parent well-being. Only three studies specifically focused on well-being as an 
outcome for working parents of children with chronic illness. Gates and Akabas (2012) 
explored work-caregiving conflicts in single parents who had children with asthma and 
worked in a unionized hospital setting. QoL, depressive symptoms, caregiving’s positive 
impact, caregiving burden and work-caregiving conflict were measured. Although the study 
showed parents found a way to balance the two roles and the conflicts arising from work and 
caregiving roles, this came at a cost to their well-being. Key to this review is the finding that 
caregiving burden and work-caregiving conflict significantly affected parent QoL, with more 
than half of the variance in QoL scores explained by parent gender (mothers experience 
lower QoL than fathers), perceived severity of the child’s asthma (greater severity associated 
with lower QoL), burden (greater caregiving burden associated with lower the QoL), work-
caregiving conflict (greater work-family conflict associated with lower the QoL) and self-
efficacy (lower self-efficacy associated to lower QoL). The study also illustrates the burden 
of caring for a child with asthma was evident on parent time, with parents being constantly 
‘short on time’ – making care difficult because of the need to devote hours to care of their 
child in addition to extensive, inflexible work hours. 
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Both Gustafsson, Olofsson, et al. (2002) and Hatzmann et al. (2014) revealed an 
impact of child illness on parent leisure time. Gustafsson, Olofsson, et al. (2002) found that 
parents of children with asthma reported effects on vacation plans (19%) and difficulties in 
going out with their families, for example visiting cinemas (20%). In relation to health and 
well-being, 35% of families reported serious physical and psychological problems with 36% 
reporting sleep disruptions at night because of the child’s asthma. Similarly, having a child 
with a chronic illness was reported to be negatively associated with participating in leisure 
activities for parents (Hatzmann et al., 2014). On average, these parents were found to spend 
around 9% fewer hours in leisure activities than parents of healthy children.  
To further support the above discussion, research has shown that time demands and the 
stress of caring, for both fathers and mothers of children with disability and diverse chronic 
conditions, affect a parent’s job in terms of performance, maintaining their job and also their 
relationships with employers (George et al., 2008b; Wright, Crettenden, & Skinner, 2015). 
For parent well-being, links have been shown between caregiver burden and depression and 
anxiety in parents of a chronically ill children (Oers et al., 2014), with impacts of parent well-
being on other aspects of life, such as more dysfunctional parenting, for example failing to 
provide boundaries or consistent discipline (Lohnberg, Howarth, & Clay, 2008) and child 
outcomes, such as poorer management of illness and in turn poorer child well-being and 
coping (Compas, Jaser, Dunn, & Rodriguez, 2012). 
2.4 Discussion 
 Employing a narrative, meta-synthesis approach, this review has provided a summary 
of the available research on working parents of children with chronic illness. It discussed 
three common themes applicable to this group of parents: work patterns, the challenges faced, 
and the consequences for parent well-being. In doing so, the aim was to inform researchers of 
where gaps exist, and to provide a concise summary of current empirical work in this area.  
For parents of children with chronic illness, employment is clearly affected. The 
included studies confirmed that, in most cases, parents with a chronically ill child were less 
likely to be working or working as much as parents of healthy children. While these findings 
illustrate a reduction in parent employment, it cannot be concluded that all parents with 
chronically ill children do not work or wish to not work. Instead, with increases in the 
number of children with a chronic illness (George et al., 2011; Perrin, Bloom, & Gortmaker, 
2007), and the increasing costs of medical care (Emerson, 2003), more and more parents 
might need to work in order to provide financially for their families. Work patterns in these 
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parents are clearly impacted, in most cases shown to be reduced. Studies suggest that 
dependency of the child on daily care and the well-being of the child (e.g., days in bed) 
impact parent employment. This relationship may be mediated or moderated by other factors 
such as the severity of the child’s illness (Stabile & Allin, 2012). 
The challenges faced by parents of children with a chronic illness can be grouped into 
three areas: work/the workplace, family/child and personal challenges. The most common of 
these challenges are those related to the workplace and include difficulties in having to find 
flexible work, absenteeism from work and, dealing with unsupportive attitudes from 
employers. Family difficulties include finding appropriate child care, time constraints, having 
to foster healthy functioning of their ill child and taking on the responsibility of “being there” 
for the whole family. The more personal experiences of feelings of “having to do it all’, 
“being stressed and frustrated”, "uncertain and fearful for the future”, and “concerned of the 
heightened conflict between work and home” were also commonly illustrated. These 
challenges have a potential to impact parent well-being as having to care and work seems to 
have a negative impact on parent QoL and leisure time (Gates & Akabas, 2012). Taken 
together, it seems that in having the two roles, these parents face challenges beyond those of 
every day, normal caregiving. These challenges and issues, especially those related to 
workplace difficulties are similar to those of most carers (Burton, Chen, Conti, Pransky, & 
Edington, 2004), and individuals who themselves have health problems (Lerner, Allaire, & 
Reisine, 2005). 
2.4.1 Strengths and limitations of the studies. The qualitative approach of most of 
the included studies provided a useful way to describe a set of complex experiences, where 
different patterns and changes occur over time. With this group of parents, capturing 
experiences of everyday life, when dealing with an ever-changing, unpredictable illness can 
be complex and difficult to investigate (Lysdahl & Hofmann, 2016), making this approach 
more suitable for investigating this group of parents. The qualitative studies included here 
focused on the challenges of parents with children who experienced a range of conditions. 
Although focusing on workplace challenges (e.g., finding flexible jobs, absenteeism and 
dealing with unsupportive attitudes from employers), the studies included here provided an 
appropriate starting point to base future design of studies that might investigate other types of 
challenges (e.g., family or personal).  
While the included studies present key findings that can become a starting point for 
further research, they are not without their limitations. The majority detailed employment 
patterns of American parents of children with chronic illness. Although, there are likely 
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similar patterns present in other developed countries, there are other distinguishing factors 
that may lead to inconsistent findings across countries (e.g., the varying numbers of unpaid 
carers in Australia) (Gray & Hughes, 2005) that would make conclusions based on the 
present evidence alone not appropriate. The findings on the challenges experienced by these 
parents are based on those with children who have various chronic conditions. It is therefore 
difficult for any conclusions to be drawn on the individual experiences of parents with 
children who have a specific illness, particularly whether similar or different types of 
challenges are faced by parents who care for children with the more prevalent chronic 
illnesses (e.g., diabetes, asthma and eczema). While it may be that these experiences are 
similar, definite conclusions cannot be established without proper investigation. 
Additionally, the majority of the studies focus on investigating employment or 
workplace experiences. While an important aspect, other types of experiences such as those 
related to family, parenting or care are overlooked. Work-family conflict and the extra 
demands these parents face – are not elaborated nor investigated as possible factors that could 
impact parents. It may be that any work-family conflict experienced in this context may force 
unwanted changes to roles and responsibilities. The combination of the child’s illness, role 
conflict, stress and an impact on their well-being arguably may require changes in order to 
make things work. If the presence of work-family conflict is illustrated in these parents, it 
would be worth investigating further if parent work involvement differences are a result of 
personal circumstances (e.g., having a child with illness). Further, understanding whether the 
differences between these parents and others (e.g., those of healthy children) exist and are 
associated with other factors and outcomes is worthy of further investigation. 
2.4.2 Strengths and limitations of this review. The main strength of this review is 
that it addressed a limitation of research in this area – that no review to date exists to 
summarize what is known about working parents of children with chronic illness. Providing a 
summary to highlight what is currently known and unknown about this topic is important in 
light of ever-increasing demands on working parents caring for chronically ill children. This 
review has highlighted the present state of knowledge concerning employment, challenges 
and impacts of being both a worker and carer. In doing so, it has also identified where gaps in 
the existing knowledge – gaps that future research can address.   
 The narrative approach was appropriate given the methodologies used by the studies 
included. As illustrated by this review there is substantial, quantitative, illness specific 
evidence illustrating the impact of having a child with a chronic condition can have on parent 
employment. There is also some evidence of the types of workplace challenges experienced, 
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particularly from qualitative studies, that has focused on parents of children with diverse 
chronic health conditions. In order to capture all literature on this topic, all types of studies 
were included. As illustrated in Figure 2.1, the search terms and inclusion criteria were 
constant across the searches for the three areas of focus, with all types of studies searched for 
and included. A well-defined set of inclusion criterion is stated here, therefore addressing a 
common limitation of this approach – that of subjectivity (Borenstein, Hedges, Higgins, & 
Rothstein, 2009).  
2.4.3 Key implications, future directions and conclusions. The limitations and gaps 
of the current research identified here suggest a need for further research. One aspect in need 
of research is understanding the influences of other parent experiences that might explain 
patterns in parent employment. For example, investigating work-family conflict and how this 
manifests in parents of children with common chronic illnesses, and how this then impacts 
well-being, care, and parenting would be useful. Demands, particularly those specifically 
related to illness care, might add to the normal family and parenting demands and stress 
experienced by parents with healthy children.  
For employers and policymakers, if future research found extensive work-family 
challenges and impacts for parents with a child with a chronic health condition, new forms of 
support and assistance might be investigated and offered. For clinicians, any need for support 
would mean potential implementation of interventions that would require a more targeted 
approach to suit parents’ specific experiences. Perhaps interventions working to improve 
well-being, or address work-family conflict and parenting difficulties would improve the 
lives of these families. In line with this, another potential avenue would be to review and 
evaluate the interventions currently available and that have shown to impact well-being.  
This review has offered a summary of studies illustrating the current research in this 
important area. In so doing, it has highlighted the gaps in this research and provided areas for 
further research. While research currently exists, much more is needed to look into whether 
the experiences and challenges of the parents included here translate to parents of children 
with chronic illnesses. Further focus on the types of challenges they face in aspects of their 
lives, aside from the workplace, has been identified for further research focus. 
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Chapter 3: Ecological systems theory, work and family conflict and its impacts 
This chapter will the theoretical framework for this research program. It builds on the 
findings of the review presented in Chapter 2 by focusing on the theory behind how 
combining work, with the role of ‘parent’ and carer can influence the experiences of work–
family conflict and further stressors that negatively impact health. Ecological systems theory 
and the work and family ‘microsystems’ propose that these systems each have permeable 
time, schedule, location, and tasks boundaries. This chapter will: 1) outline work-family 
conflict, a type of inter-role conflict as it applies to parents, 2) illustrate the extensive impact, 
particularly negative, that this conflict can have on parents and children and 3) highlight the 
existing limitations of existent research and the need for future research in the area. 
3.1 Ecological systems theory and work/family research  
Microsystems, such as the workplace and the family, are conceptualised by the close  
or face to face connections of an individual. In turn, these interdependent microsystems make 
up the broader ‘work-family mesosystem’ that includes the work and family microsystems 
and the connections or processes that combine the two (Bronfenbrenner, 1989). Associations 
between these microsystems are commonly conceptualized as additive whereby impacts of 
work are added to the impacts of the family. Ecological systems theory (EST), originally 
proposed by Bronfenbrenner (1989, 1993) but specifically applied by Westman and 
Piotrkowski (1999) to work-family research, ‘‘allows for a broad, unifying theoretical 
perspective in which both workplaces and families are considered semi-open systems with 
permeable boundaries’’ (p. 303). Each system will have boundaries of time, schedule, 
location, and tasks that are loose, such that events, behaviours, stressors, and psychological 
aspects of one microsystem can pass to the other microsystem (Desrochers & Sargent, 2004).  
Furthermore, using EST, an individual’s health and development exists and is present 
within interconnected systems, with the connection between the work and family 
microsystems or roles characterized as either positive (e.g., work-family gains) or negative 
(e.g. work-family conflict). The focus here will be specifically on the health implications of 
this on individuals, when responsibilities of one ‘system’ or ‘role’ interfere with those of the 
other ‘system’ or ‘role’. Importantly, although not the focus in this thesis, is that work-family 
conflict has been illustrated to act as a mediator of the associations between the work and 
family microsystems, on the one hand, and health and well-being outcomes, on the other 
hand (Frone, Russell, & Cooper, 1992). Such outcomes include job and family satisfaction, 
marital tension (Allen, Herst, Bruck, & Sutton, 2000)  and most importantly psychological 
31 
 
health (Montgomery, Panagopolou, & Benos, 2006) and parenting (Costigan, Cox, & Cauce, 
2003).  
A family framework approach such as the Family Management Style Framework 
(FMSF) defined and discussed by Knafl, Deatrick, and Havill (2012), is also a warranted 
approach that focuses on enhance understanding of how families incorporate the work of 
managing a child’s chronic condition within family life. However, this framework provides a 
narrower scope to frameworks addressing overall family functioning or family coping to 
some form of a stressor, such as the EST. Arguably, as this is a series of studies aiming to 
explore, broadly how family processes can be influenced by the different environmental 
settings within which parents and children live and function, the EST (Meyers, Varkey, & 
Aguirre, 2002), has been discussed and will be the framework discussed throughout. 
3.2 Work-family conflict  
“Competing demands” are best used to explain the negative impact that providing 
care and working has on caregivers, especially in terms of psychological well-being  
(Stephens & Franks, 1999). Based on this perspective, multiple role responsibilities are said 
to cause demands, and then compete for a parent’s time and energy. This hypothesis posits an 
individual only has limited personal resources, and that roles and associated responsibilities 
create a demand on all these resources where an individual’s role obligations can be overly 
demanding, and therefore in conflict.  
The concept of inter-role conflict is relevant here. Parents of a child with a chronic 
illness take on multiple roles and responsibilities – that of caregiver of their ill child, parent, 
husband/wife/partner, friend or worker. Inter-role conflict has been defined as the extent to 
which pressures in one role are incompatible with the pressures that arise within another role  
(Kahn, Wolfe, Quinn, Snoek, & Rosenthal, 1964). Conflict occurs when requirements and 
responsibilities of two roles compete for limited resources of an individual (Goode, 1960) or 
when experiences of one or more roles are stressful (Kopelman, Greenhaus, & Connolly, 
1983). Research on the intersection of work and family roles highlights the role that stress 
(e.g., employment or family roles) affects individual psychosocial well-being indirectly 
through the incompatible pressures of roles – particularly the extent to which a role limits the 
time and energy available for other roles  (Frone et al., 1992; Kopelman et al., 1983). The 
stressful experiences in one role tax the individual's time and energy and as such lead to 
conflict between roles, which predisposes an individual to psychological distress.  
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One specific type of inter-role conflict is work–family conflict, an umbrella term that 
is used to describe conflict between family and work roles. Two separate but related 
constructs of family-to-work conflict (FWC) and work-to-family conflict (WFC) can be 
experienced (Carlson, Kacmar, & Williams, 2000; Frone et al., 1992). Work-to-family 
conflict (WFC) refers to “a form of inter-role conflict in which the general demands of, time 
devoted to, and strain created by the job interfere with performing family-related 
responsibilities” (Netemeyer, Boles, & McMurrian, 1996, p. 401). Working long or extra 
hours means fewer hours spent with children, or a late work meeting leading to not being able 
to be with their child in hospital are two examples. In contrast, family-to-work conflict  
(FWC) refers to “a form of inter-role conflict in which the general demands of, time devoted 
to, and strain created by the family interfere with performing work-related responsibilities” 
(Netemeyer et al., 1996, p. 401). As an example, having an ill family member or attending 
specialist or medical appointments can limit the time spent at work or even emotional 
availability to focus on work related tasks (Karatepe, 2010; Karatepe & Bekteshi, 2008).  
Much of the research on the theory of inter-role conflict in carers focuses on 
individuals who care for elderly parents, as many caregivers provide care to ageing parents 
and most occupy other roles (Stone, Cafferata, & Sangl, 1987). There is research which 
illustrates that the demands of the caregiver role and the employee role frequently interfere 
with each other (Aneshensel, Pearlin, Mullan, Zarit, & Whitlatch, 1995; Gignac & et al., 
1996; Stephens, Franks, & Atienza, 1997), and that conflict can also occur between the 
caregiver and spouse roles (Barling, MacEwen, Kelloway, & Higginbottom, 1994; Stephens 
& Franks, 1995), at least in the context of later life caregiving. Combining work, with the 
role of ‘parent’ or other roles, can lead to experiences of work–family conflict and further 
stressors that have a negative impact on an individual’s health (Byron, 2005). 
These studies also suggest that those who experience high levels of tension between 
demands of roles experience higher levels of depressive symptoms (Stephens & Franks, 
1995; Stephens et al., 1997). Research focusing on inter-role conflict of later life caregiving 
has focused on examining conflict as an intervening mechanism in the caregiving stress 
process. For example, conflict occurring between adult daughters' roles as caregiver and 
employee mediated the relationship between parent care stress and depression (Stephens et 
al., 1997). In a study specific to employed caregivers, caregiving stress was indirectly related 
to work-relevant outcomes (e.g., absenteeism) (Barling et al., 1994). However, this study 
does not examine whether caregiving stress or inter-role conflict, particularly WFC/FWC, 
likely impacts well-being as a parent outcome. Finally, there were no research studies located 
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that specifically focused on individuals (parents) who also have the role of caregiver for a 
young family member, a child with a chronic illness and particularly T1D, asthma or eczema 
but this would be useful given the common occurrence of these illnesses and likelihood that a 
number of parents are impacted. 
3.3 Impact of work/family conflict on families 
3.3.1 Parent health. While employment has been shown to be beneficial for parent 
health (McKee-Ryan, Song, Wanberg, & Kinicki, 2005), several characteristics, both in terms 
of work and family play a role in determining the health of working parents. Poor working 
conditions and long work hours are associated with poorer parent health – given acute stress 
can have psychological, behavioural or physical impacts (Swanson, Piotrkowski, Keita, & 
Becker, 1997). Work hours are associated with both work-family conflict (Van Rijswijk, 
Bekker, Rutte, & Croon, 2004) and poorer health in working mothers of young children 
specifically (Schnittker, 2007). Having more children, single parenthood and having young 
children means a greater need for care and resources which may explain why parents with 
younger children report greater conflict between work and family (Alexander & Baxter, 
2005; Bittman, 2004) and fewer time and energy resources (Grandey & Cropanzano, 1999).  
Both WFC and FWC have been associated with a greater risk of depressive symptoms  
(Segre, O’Hara, Arndt, & Stuart, 2007), as there is a greater care workload and difficulties in 
combining work and family (Byron, 2005). High work-family conflict levels are associated 
with decreased job satisfaction (Buonocore & Russo, 2013; Kossek & Ozeki, 1998) and 
lower life satisfaction (Allen et al., 2000; Kossek & Ozeki, 1998; Netemeyer et al., 1996), 
poorer mental and physical health, greater stress (Anderson, Coffey, & Byerly, 2002; Cole & 
Secret, 2012), depression (Seto, Morimoto, & Maruyama, 2004; Wallace, 2005), burnout 
(Dyrbye et al., 2011; Rupert, Stevanovic, & Hunley, 2009), anxiety, and fatigue (Ilies, Huth, 
Ryan, & Dimotakis, 2015; Jansen, Kant, Kristensen, & Nijhuis, 2003; Netemeyer et al., 
1996). It is plausible that the added role of ‘carer’ and its associated demands and 
responsibilities, for parents of children with illness means higher levels of the negative 
consequences and by extension impact child quality of life. 
3.3.2 Parenting and further impact on children. Work-to-family conflict has also 
been shown to effect parent-child interaction quality (Cinamon, Weisel, & Tzuk, 2007) and 
increase the likelihood of child negative development and functioning (Shreffler, Meadows, 
& Davis, 2011). Negative experiences of parents such as stress can lead to inappropriate child 
behaviours, which, in turn, increase parent pre-existing stress creating a negative cycle 
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(Williford, Calkins, & Keane, 2007). Parents who are stressed can be overwhelmed by their 
responsibilities, which can lead to a greater likelihood of withdrawing from both work and 
family roles. Parenting is even more difficult when a child has a chronic illness (Turner-
Henson, Holaday, & Swan, 1992), as there is a need to integrate strategies for general 
behaviour and for tasks relating to their child’s condition, while setting clear limits and 
consistent expectations (Turner-Henson et al., 1992) and because worry about their child’s 
health can impact levels of parents stress. Understanding the demands on parenting is 
important because research show parenting factors have an impact on illness onset and 
disease course (Gustafsson, Kjellman, & Björkstén, 2002). When positive, confident and 
effective parenting is used, children show better management of their illness and better 
adjustment (Davis et al., 2001). Thus, by supporting parents manage competing demands and 
personal stress levels may be associated with better outcomes and quality of life for children.  
For parents of a child with a chronic illness, a greater risk exists of using even more 
dysfunctional parenting practices as the higher levels of stress associated with raising a child 
with an illness (Smith & Kaye, 2012) can increase parent depression and anxiety (Quittner, 
Cruz, Blackwell, & Schechter, 2010). Parental psychopathology (including low levels of 
depression, anxiety and stress), in turn disrupt healthy parenting practices (Cummings, 
Keller, & Davies, 2005; Elgar, Mills, McGrath, Waschbusch, & Brownridge, 2007). 
Depression as an outcome of work-family conflict also has a direct impact on parenting and 
research shows that parental depression can influence child outcomes when effective 
parenting practices are impacted by a parent’s well-being. A depressed parent is more likely 
to increase their focus on their own needs and reduce their focus on their child’s concerns 
(Dix, Gershoff, Meunier, & Miller, 2004). These parents are also likely to interact in more 
negative and less supportive ways with children; being more disengaged and intrusive (Dix et 
al., 2004; Lovejoy, Graczyk, O'Hare, & Neuman, 2000).  
Understanding the strain placed on a parent in terms of their parenting behaviours is 
important because research also identifies parenting factors to have an impact on illness onset 
and disease course (Gustafsson, Kjellman, et al., 2002). Research illustrates that parents with 
chronically ill children have different expectations for child behaviour (Walker, Ramsey, & 
Gresham, 2004), and they discipline less often and more inconsistently than parents of a 
typically developing child. 
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3.4 Work-family conflict experiences 
3.4.1 Parents in general. For any person in more than one role, managing multiple 
responsibilities can be challenging (Bernas & Major, 2000; Frone et al., 1992; Greenhaus & 
Beutell, 1985; Parasuraman, Greenhaus, & Granrose, 1992). Conflict can be experienced by 
both mothers and fathers; however it is much more common in mothers than fathers, as 
mothers typically shoulder the greater responsibility for day-to-day parenting (Bianchi, 
Milkie, Sayer, & Robinson, 2000). Working parents needing to take time off work to care is 
common for all parents, with challenges of time stress (e.g., feeling ‘always’ or ‘often’ 
rushed or pressed for time, numerous demands) or achieving work-family balance (ABS, 
2007) also present.  
The limited studies, commonly using interviews with parents, investigating 
experiences of working mothers with healthy developing children provide evidence of 
experiences faced. The impact of work on family (i.e., work-to-family conflict) is more 
commonly reported than family-to-work conflict (Frone, 2003; Kossek & Ozeki, 1998). The 
occupational stress (e.g., long hours and work deadlines) experienced, together with the high 
personal expectations for work creates family restrictions (e.g., needing to work after hours) 
and issues around being a good parent (e.g., greater impatience with children). In having to 
balance competing demands, common parent experiences include: feeling ‘worn-out’ and 
guilt for not being in either work or family roles (Guendouzi, 2006) and needing to sacrifice 
personal or social time or their career, but can also be positive – creating opportunities for a 
‘career’, social interaction and personal achievement (Haslam, Patrick, & Kirby, 2015).   
3.4.2 Carers of chronically ill children. Several studies have explored work and/or 
family experiences of parents with children living with chronic conditions. Although none 
have focused specifically on parents with children with asthma, eczema and T1D, these 
illustrate the workplace experiences and negative impact of care on work. Two qualitative 
studies (George et al., 2008a; George et al., 2008b) particularly focused on workplace 
experiences. These illustrate the negative impact of care responsibilities on parent work 
suggesting they may be over and above that experienced by parents of typically developing 
children. These mothers, in meeting competing demands, needed to rearrange working hours, 
use leave entitlements, work unsatisfactory hours, sacrifice their careers and change their jobs 
(George et al., 2008b). 
Additionally, Vickers et al. (2004) and Vickers and Parris (2005) detailed more 
general issues of mothers working full-time and acting as primary carers of their ill child. 
These mothers were expected “to do it all” –work, care for their sick child (e.g., make 
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decisions about general development), attend to school aspect and their child’s illness (e.g., 
medical appointments, hospitalizations), their household (e.g., perform domestic duties) and 
the family (e.g., needs, well-being). As a result, these mothers reported feelings of being  
overwhelmed, and experiencing exhaustion and strain. Feelings of uncertainty and fear for 
their child’s future wellbeing was a common worry, adding additional strain; with guilt also 
present (e.g., little time with other children, involvement in school activities, socializing or 
meeting work commitments). Many of the aforementioned activities were not possible given 
the time spent caring for their child’s illness. For some, feelings of anger surfaced at being 
judged by others. The limited support offered (e.g., flexible work arrangements, leave 
entitlements) (George et al., 2008a), negative and unsupportive attitudes of employers (e.g., 
uncaring) about the pressures and responsibilities they faced, and the lack of support and 
understanding from their partners or colleagues added to the challenge (Vickers et al., 2004).  
These studies, however, while informative have limitations. Firstly, these studies are 
qualitative not quantitative which means work-family conflict was  not measured in these 
parents, and as such the extent to which these parents experience it is unknown. Secondly, no 
research has, to date compared parent groups, especially to healthy controls (e.g., parents of 
healthy developing children, without a CI). All parents experience some challenges balancing 
competing demands and although it is plausible parents of chronically ill children may have 
more difficulty with these no empirical data is published to support this hypothesis. Thirdly, 
no study has specifically focused on investigation of the above in parents of children with the 
three illnesses of focus here: T1D, asthma and eczema. Research specifically examining these 
illnesses is important given these are the most common. 
The higher stress these parents of children with these three conditions face is clearly 
illustrated to have further impact on children. Parental stress has been linked to lower child 
QoL in children with diabetes (Nieuwesteeg et al., 2016), asthma (Fiese et al., 2005) and 
eczema (Lifschitz, 2015). Importantly, such stress is likely to have ramifications for the lives 
of both parents and children – stressed parents, means a poorer QoL for parents, which would 
likely impair their ability to successfully care for their child.  
It is important that research is conducted to investigate the experiences of these 
parents. No past research study focuses on working parents of T1D, asthma and eczema 
children, despite these being the most common illnesses impacting children and the 
limitations outlined above. It is therefore important that this is firstly explored in order to 
gain an idea of the experiences of such parents. Data drawn from these illnesses are therefore 
most generalisable to more families. This is particularly around the work-family interface and 
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how it impacts both parents and children, using the research to date on all parents generally 
or on those caring for children with some form of a chronic condition as a starting point. 
A broader limitation should also be noted here before outlining the empirical research 
of the research project. The term “parents” is used througout the introductory chapters of this 
thesis work and introduction/ background sections of each emperical chapters (e.g., Chapters 
4 to 6) as the majority of research this topic refers to "parents" of children with illness has 
been conducted. The term ‘parents' is used to refer to work that includes fathers, while the 
term “mothers” is used where samples were exclusively mothers.  
This thesis should be read with the knowledge that although the term parents is used, 
as detailed above, this research is with mothers. The term parents has not been replaced with 
mothers as that would also be inaccurate as some research includes fathers. For the empirical 
studies where only mothers are included in a sample the term mothers is used.  
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Chapter 4: Child Chronic Illness and Parent Work-family conflict: A qualitative study 
investigating the experiences of working mothers 
This chapter presents the first of three empirical studies conducted. This study aims to 
qualitatively explore work-family conflict of working parents of children with T1D, asthma 
or eczema. In addition to describing examples of how these parents’ work and family lives 
are impacted due to each respective role (work impacting family, family impacting work), it 
also discusses and explores the experiences of these parents in light of past research of 
parents (with healthy developing children and with diverse chronic conditions). It addresses 
three limitations of previous research, particularly the lack of focus on: (1) parents of children 
with the three most common childhood chronic illnesses (2) on identifying the family 
experiences, and (3) not comparing experiences, as detailed above. Findings around care 
responsibilities, unique to these mothers, were considered key in justifying the further 
investigation of these care demands, as addressed by the study outlined in Chapter 5. 
This chapter consists of a paper manuscript currently under review by the Journal of 
Child and Family Studies. The main changes include adjustments to section titles and placing 
of tables, and sections of content in the background for this research, so as to limit the degree 
of repetition of content discussed in the previous three chapters of this thesis. It should be 
noted that while careful care has been taken to do this, where it was not possible, information 
was still included and as such might mirror that included previously. The reference for the 
submitted article is provided below: 
 
Kish, A., Haslam, D., & Newcombe, P. Child Chronic Illness and Parent Work-family 
conflict: A qualitative study investigating the experiences of working parents. Journal 
of Child and Family Studies. Manuscript under review. 
 
Author contributions. All the authors have read and approved this version of the 
manuscript included here and agreed to be accountable for all aspects of the work. All 
authors meet the authorship criteria. Author AK contributed to the conception and design of 
the study, recruitment of parents, conducting and transcribing of the interviews and 
conducting of the thematic analysis, and drafting of the manuscript. Author DH contributed 
to the study’s conception and design - particularly advising on the processes needed to 
conduct interviews, transcription of data and the thematic analysis, and its interpretation; as 
well as critically reviewing the manuscript. Author PN contributed to parts of the conception 
and design of the study and provided feedback on ways to revise this manuscript. 
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4.1 Background  
The common occurrence of the dual income family means that most parents must now 
balance the competing work and family or life responsibilities. This can lead to additional 
pressure and stress for all parents. However, such stress may be exacerbated when children 
have additional needs such a chronic health condition. Such conditions are defined and 
described in Chapter 1 (section 1.1). For young Australians, as discussed earlier, these are – 
T1D, asthma and eczema are the most prevalent. Caregivers of these ill children must play 
the role of ‘health carer’ with the added challenges of attending to their child. This 
exploratory research, using interviews with mothers, aimed to investigate these work, family 
and life challenges. Given the prevalence of these three illnesses it is likely numerous 
mothers are balancing multiple roles. 
Chronic physical illnesses, such as T1D, asthma and eczema are enduring health 
problems that can be managed but not cured. For young children, parents (commonly 
mothers) are faced with the primary responsibility for their child’s illness management until 
their child is cognitively and psychosocially able to self-manage (Brown, Gallagher, Fowler, 
& Wales, 2010). This is discussed in more detail in section 1.2 of Chapter 1. Effective 
management of an illness is a key factor predicting better child outcomes, making the extent 
to which an individual or individuals (e.g., caregivers) adhere to a medical/treatment regimen 
a key determinant of clinical success (Gardiner & Dvorkin, 2006). However, illness 
management and medical regimes involve specific tasks that mothers need to perform. 
For those of children with T1D, this means daily management/monitoring of blood 
glucose, diet and exercise, as well as insulin administration (Forbes & Cooper, 2013; 
Siminerio et al., 2014) which is associated with better glycemic control (Hood, Peterson, 
Rohan, & Drotar, 2009) and a reduction in the risk of complications (Nathan et al., 1993). For 
asthma, needing to understand treatment, monitoring and responding to symptoms, guiding 
their child’s self-management (Brown et al., 2010) makes adherence a key factor of asthma 
treatment success (Souza-Machado, Santos, & Cruz, 2010). For those with eczema, daily skin 
treatment regime and  more house cleaning (e.g., of dust mite) and food preparation (Lawson 
et al., 1998) is necessary. If not followed, the risk of further complications (Boguniewicz & 
Leung, 2010) and need for hospitalization (Ohya et al., 2001) is increased. Additionally, 
other tasks include: making adjustments to family lifestyles, managing and coordinating care 
with others (Brown et al., 2010), consultation/managing appointments with health 
professionals, while tending to other family or work responsibilities (Buford, 2005; 
Kieckhefer & Ratcliffe, 2000).  
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Medical costs for children with chronic conditions can be up to three times higher 
than the medical expenses of parents with a generally healthy child (Newacheck & Kim, 
2005) increasing the importance of employment and concomitant financial security. As 
illustrated, in a review by Kish, Newcombe, and Haslam (2018b) parents (which commonly 
are mothers) with children who have all of the three illnesses mentioned, much like all 
parents work. However, this can be a potential barrier to them providing child medical care, 
particularly as participation in other roles (e.g., worker, parent) can compete for their time 
and energy.  
Competing demands of both ‘worker’ and ‘parent’ roles can lead to inter-role conflict 
whereby both roles are negatively impacted. This conflict refers to when pressures in one role 
are incompatible with the pressures that arise within another role (Kahn et al., 1964) and 
occurs when requirements and responsibilities of two roles or more compete for limited 
(personal) resources of an individual (Goode, 1960; Kahn et al., 1964; Kopelman et al., 
1983). Referred to as work–family conflict, this umbrella term is used to describe conflict 
between family and work roles, which any parent can experience. It is a form of “inter-role 
conflict in which the role pressures from the work and family domains are mutually 
incompatible in some respect. That is, participation in the work (family) role is made more 
difficult by virtue of participation in the family (work) role” (Greenhaus & Beutell, 1985, p. 
77). As such, work to family conflict (or WFC: work interfering with family) would therefore 
be present when participating in a work activity interferes with participation in a competing 
family activity. Family-to-work conflict (FWC: family interfering with work), would occur 
when participating in a family activity interferes with participation in a competing work 
activity (Kahn et al., 1964; Netemeyer et al., 1996). The additional role pressure or stress 
experienced in the caregiver role can ‘spill over’ into other life domains (Aneshensel et al., 
1995; Pearlin, Mullan, Semple, & Skaff, 1990), as the added caregiving limits the amount of 
resources devoted to other roles (see 3.2, Chapter 3 for a more detailed discussion). 
Research with working mothers of healthy children provides some indication of the 
types of experiences average mothers face and the perceived impact that this has on families. 
The current study replicates one by Haslam et al. (2015) conducted with mothers of healthy 
children. They found that parent guilt to be common (e.g., for not meeting all responsibilities, 
seeing their children enough), occupational stress (e.g., long hours, work deadlines), family 
restrictions (e.g., working after hours) and issues around being a good parent (pressure to do 
everything means more impatience with their children). The need to balance competing 
demands led to these mothers feeling ‘worn-out’ and to sacrifice personal or social time. 
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Having to care for their family also limited careers opportunities. Positively, however, the 
limited time experienced led them to prioritize spending quality time with their children. 
Working also meant they had a ‘career’, opportunities to grow and interact with others and 
feel a sense of personal achievement (Haslam et al., 2015).   
For mothers whose children face chronic illness, meeting the demands of daily ‘care’ 
of their child’s health condition, together with the demands related to work, family and 
personal life presents significant challenges, over and above those of mothers with healthy 
developing children (Melnyk et al., 2001; O'Brien, 2001). Several qualitative studies have 
explored work and/or family experiences of parents, including mothers with chronically ill 
children. These were discussed at length in the previous chapter (Chapter 3, section 3.4.2). 
These studies, however, focused on the experiences of mothers with children who 
have diverse chronic conditions that differ dramatically in presentation. No research 
examining the experiences of working mothers with the three most common chronic 
conditions  (asthma, eczema and T1D) are available. Furthermore, these studies do not 
compare or contrast the experiences of mothers faced with the ‘health’ carer roles, to those 
without (e.g. healthy developing children), particularly in terms of family outcomes. 
4.1.1 Aim of this study. This research is an exploratory study that aimed to focus 
specifically on mothers of children with T1D, asthma and eczema. It firstly aimed to describe 
their experiences in relation to balancing work and family/ caregiver responsibilities. 
Secondly, it compared their specific experiences to previously published research with 
mothers of healthy children and those who have diverse chronic conditions, in order to 
outline any differences or similarities that might exist between these groups. This is done 
using a similar methodology and interview question set to the study by Haslam et al. (2015) 
so that similarities and differences across themes can be identified across the two population 
groups. It should be noted here that while ‘parents’ – both mothers and fathers were the 
focus, no fathers participated in this study. As such, the rest of the chapter and therefore the 
study will focus on mothers.  
4.2 Method 
4.2.1 Design and recruitment. This study utilized a qualitative design using semi-
structured 1:1 interviews with mothers. They were recruited through schools, specialist 
clinics and illness specific support groups across Australia. To be included in this study, 
mothers had to: a) be working at least 2 days a week, b) taking care of a child aged between 2 
and 12 years, with a diagnosis of T1D, asthma or eczema for at least 6 months and c) be 
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living in Australia. Mothers were excluded if they did not meet all of the above eligibility 
criteria.  
4.2.2 Participants. A total of 25 parents, all mothers, contacted the researcher over a 
period of four months and were screened for eligibility via email. Of these, 10 mothers failed 
to contact the researcher beyond initial interest and were deemed to have declined. As these 
mothers were excluded, the final sample of mothers was fifteen (N = 15). Although fathers 
were permitted, and welcomed to participate, the final sample consisted of only mothers  (M 
parent age = 38.20 years; SD = 0.91) with children aged 4 to 11 years (M child age = 7.80 
years; SD = 0.51). Mothers had an average of 2 children, were married (93.4%) and educated 
(73.4% having a university degree or higher). Overall, 46.7% were employed in full-time 
work (³35 hours a week), while 53.3% were employed in part-time work. On average they 
worked around 30 hours per week (M working hours = 29.87; SD=2.64); with no significant 
group differences: asthma (M hours = 31.70; SD = 9.78), T1D (M hours = 27.92; SD = 8.80) 
and eczema (M hours = 30.50; SD = 14.75), F(2,14) = .174, p =.843.  
The numbers of children across each illness were similar. Six children (all girls) had 
T1D (M child age = 8.00 years; SD = 0.63), with 5 (one boy, and four girls) asthma (M child 
age = 9.60 years; SD = 1.14) and 4 (two boys, two girls) eczema (M child age = 5.25 years; 
SD = 1.26). Overall child illness severity reported by mothers on a 1 (very mild) to 10 
(Unimaginable Unspeakable) scale was high (M = 7.03; SD = 2.15). Differences in severity 
based on illness type were found, F(2,14) = 11.58, p =.002. Mothers of children with T1D 
reported greater severity (M = 9.03; SD = 1.11), than both asthma (M = 5.90; SD = 1.25) and 
eczema (M = 5.37; SD = 1.80). On average, their children had their illness for around 5 years 
(M = 5.10 years, SD = 2.04). Differences in duration based on illness type were found, 
F(2,14) = 25.67, p = <001. Mothers reported their child with asthma had the illness for a 
longer time (M = 7.20 years, SD = 1.09), than those with eczema (M = 5.50, SD = 1.00) or 
T1D (M = 3.08, SD = .80).  
4.2.3 Procedure. Ethical clearance was obtained through the School of Psychology 
review committee at The University of Queensland, Australia (#16-PSYCH-PHD-50-JS). 
Following distribution of the information about the study, mothers contacted the researcher, 
via email, and were screened for eligibility through email correspondence. Those eligible 
were sent an information sheet outlining the study in more detail and an informed consent 
form to sign and date. Upon receipt of the signed consent, mothers specified their preferred 
time and format (in person v telephone) for the interview. All opted for the phone interview. 
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No prior relationship existed with any of the mothers before commencement of the interview. 
All interviews were conducted once, with no repeat interviews by a female researcher (25 
years of age, with a degree in psychology) with some training in conducting interviews.  
Interviews lasted an average of 42.5 minutes and were audio-recorded, then 
transcribed. Prior to the interview, the purpose of the study was outlined verbally. Mothers 
were also informed that they could respond as much or as little as they wished and were also 
assured that there were no wrong or right answers. Eight interview questions were adapted 
from Haslam et al. (2015) and formed the framework of these interviews. These are provided 
in Table 4.1. At the conclusion of the interview, mothers were thanked for their time and 
asked for their postal details in order for their reimbursement ($25 gift card) to be forwarded.  
4.2.4 Data analysis. The interviews were transcribed by the same individual, then re-
read by an independent researcher for accuracy checking. The transcripts were then analysed 
using NVivo, Version 11, following the six-step thematic analysis procedure outlined by 
Braun and Clarke (2006): (1) data familiarization; (2) generation of initial codes; (3) 
searching for themes; (4) reviewing of themes; (5) defining and naming themes; (6) 
producing the final results to report. 
Table 4.1. Interview question schedule 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
4.3 Results 
Thematic analysis of the interviews revealed 14 categories that were subsequently 
grouped to form four key themes (see Table 4.2). In order to assess reliability of the primary 
Interview Questions 
1. What are some of the good things, if there are any, about being a working parent 
of a child with chronic illness? 
2. What are some of the challenges, if there are any, about being a working parent of 
a child with chronic illness? 
3. Would you say that being a parent then impacts your work, and if this is the case, 
in what ways does this happen? 
4. Would you say that your work impacts your parenting, and if this is the case, in 
what ways does this happen? 
5. How does, if it does, raising a child with  T1D, asthma or eczema and having to 
be a working parent impact your day to day functioning? 
6. How does, if it does, you being a working parent and having a child with T1D, 
asthma or eczema, impact your child’s quality of life and day to day functioning? 
7. How do you think that your experiences compared to those of other parents, 
particularly those who don’t have children with a chronic illness? 
8. Is there anything else that was not covered that is an issue for working parents of 
children with chronic illness? 
44 
 
coding, a second independent coder examined these categories, across four of the fifteen 
interviews selected at random using a web-based, random number generator. The 
independent coder identified 12 of the original 14 categories across the four interviews. This 
produced a high level of inter-rater reliability, k = .79 (p < .001), 95% CI [.58–.99] (Altman, 
1990). The four themes were identified as: (a) Parent impact; (b) child development and 
wellbeing; (c) support, understanding and flexibility; and (d) broader impact. The fourteen 
categories are also highlighted in Table 4.2.  
Table 4.2. Full list of identified codes and themes 
Theme 1 Theme 2 Theme 3 Theme 4 
Parent impact  Child development  
and wellbeing 
Support, 
understanding  
and flexibility  
Broader impact 
Care of child Responsibility,  
understanding and 
independence 
Personal support,  
understanding and  
flexibility 
Other children  
and family members 
Physical impact Wellbeing and  
parenting of the child  
Providing support and  
understanding to 
others 
Parent workplace  
Psychological  
impact 
   
Social impact and  
relationships 
   
Personal impact    
Work, family and 
time 
   
Occupational (work) 
impact 
   
Financial impact  
 
  
 
It will be noted that by about the third interview with parents with children of each 
type of illness, the themes and answers to interview questions became fairly repetitive. At 
this point it was concluded that the data collection reached saturation point. A small number 
of interviews still took place, given parent interest. For these interviews, similar themes and 
answers arose. Trustworthiness, or validity of the interviews was also achieved through use 
of good record keeping, a clear decision trail and consistent and transparent interpretations of 
data (Long & Johnson, 2000; Sandelowski, 1993) achieved using NVivo and which can be 
provided, should it be necessary. Across the study, and groups of parents and within groups 
of parents similarities and differences across accounts were established in order to ensure 
different (and all) perspectives were represented (Morse, Barrett, Mayan, Olson, & Spiers, 
2002; Slevin & Sines, 2000). The inclusion of verbatim descriptions of participants’ accounts 
to support findings, dispersed throughout the paper is also another strategy (Slevin & Sines, 
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2000). The reporting of the results that follow and the procedures followed (as detailed 
above) are generally in line with the Consolidated criteria for reporting qualitative studies 
(COREQ): 32-item checklist as outlined by Tong, Sainsbury, and Craig (2007). 
4.3.1 Parent impact. Mothers reported a range of impacts related to their work, care 
of their child’s illness, and other roles (e.g., parent to other children) as well as numerous 
physical, psychological, personal, or social and financial impacts. Illness management was 
described as ‘never-ending, ever-changing and unpredictable’, especially by the mothers of 
children with diabetes and asthma. They always needed to be prepared and available to deal 
with illness-related issues. However, in some cases because of needing to be at work, being 
always available was not possible, meaning child and family responsibilities were not met. 
Calls throughout the day, more planning and juggling issues related to their child’s 
illness meant their days seemed ‘busier’ and ‘tougher’. Mothers highlighted that they always 
needed to do more in terms of caring for their child –being aware, constantly monitoring their 
child and considering consequences - when at home, at work and when the child was in the 
care of others. For some mothers, this was even more difficult as their work was impacted 
given the difficulty in finding child care. For example, one mother said that “having diabetic 
children, it’s a lot more difficult to be able to do all that stuff with work, due to not being able 
to have a babysitter on hand. (Mother of 4, 37, employed part-time)  
 Changes in work hours and roles, even careers, because of their child’s illness were 
common. Reducing work hours and taking time off from work were most prominent, given 
the need to meet care responsibilities (e.g., attend appointments, deal with unexpected 
emergencies). For one mother, “I had to resign from one job, by being a parent of chronically 
ill children” (Mother of 2, 43, working full-time). Needing more time off to attend medical 
appointments and other activities with the child, led to some mothers feeling less reliable as a 
worker, feeling restricted in some occupations, part-time work or to saying no to work 
opportunities. In addition to other domestic duties, time away from work was spent attending 
appointments, dealing with agencies, researching treatments or educating others about the 
illness. Finding time for themselves was challenging, given that all else was a priority. The 
illness was often described as an added burden leading to feelings of being busy and rushed. 
For example, one mother said that “there’s never enough time in the day to get things done” 
(Mother of 2, 39, working part-time). 
 Worry and anxiety about their child was common. One mother described it as: “that 
extra, umm…stomach clenching, worrying inside of you around your child not being well.”  
(Mother of 2, 41, working full-time). This was even greater when the child was cared for by 
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others. Although helpful as it allowed the mothers to work, it usually meant a lack of control 
–  having to ‘trust’ others with their child, which led to greater worry. Parents reported their 
child was continually on their mind while at work, leading to great distraction or as one 
mother suggested, something that “you can’t just turn it off for a day.” (Mother of 4, 37, 
working part-time). For one mother having to be working and looking after her children led 
to psychological and physical ‘burnout’. In contrast, others said that working was a good 
distraction from the illness “because you’re not just sitting there dwelling on the fact that 
your child is unwell.” (Mother of 1, 42, working full-time).  
Feelings of guilt also surfaced and related to not spending enough time with their 
family (e.g., ill child or other children), for doing their job well because of the worry or 
distractions given the need to often be with their child and personally due to repeatedly 
saying ‘no’ to social commitments. Stress was expressed as ‘great’ or ‘extra’ due to the 
child’s illness, especially when relying on others to care for the child and other family 
responsibilities (e.g. being there for other children). Sleep was also impacted because of the 
need to manage the child’s illness throughout the night and at times staying up to catch up on 
work. Constant exhaustion and feeling tired impacted on mothers’ moods and ability to cope 
with everyday basic routines. For example, this impact on parenting was summed up well by 
one mother who said: “I know that when I’m coming off night duty I don’t have, my temper is 
shorter than it normally is and my tolerance is lower than it should be (Mother of 3, 37, 
working part-time).  
 On the positive side, work gave mothers a chance to have time out for themselves, to 
be around other adults and to have another role that they understood and had control over. It 
also gave them a sense of perspective, identity and achievement. Through working, their 
child was provided with a good role model around how to hold commitments, work hard and 
contribute to society. As one mother described, working “shows them also that if you want 
something you actually have to work to attain it” (Mother of 4, 37, working part-time). In 
addition, being in both work and care roles, mothers may have a better understanding and 
more empathy for other parents in similar circumstances. Working can also mean greater 
financial income and less financial worry allowing for better care of their child’s illness. 
Finally, social impacts were both positive and negative. For example, for one mother of a 
child with eczema, the impact of their child’s illness meant fewer visits to friends and fewer 
opportunities to develop social connections. For others, it means  interactions with other 
adults and travelling opportunities, as well as more support.   
47 
 
4.3.2 Child wellbeing and development. The impact on child wellbeing and their 
development was identified as the second theme. This impact was seen as a consequence of 
the mothers working or because of the illness on the child’s emotional, physical or social 
wellbeing or their development of independence and responsibility.  
Firstly, mothers said that they felt needed more for their child’s emotional support, 
with many believing their child wanted them around more. For example, parents reported that 
at times children became frustrated and upset because they could not be at home with them 
when sick or for not spending as much quality time together, which led to mothers expressing 
concerns their child sometimes felt abandoned, as one mother suggested "I think she would 
prefer me to be around more” (Mother of 2, 33, working full-time). However, despite less 
time spent with their child than desired many mothers made an effort to spend as much 
quality time with their child when possible. Some mothers viewed positives in this such as: 
their child having greater social exposure such that children had more opportunities to 
develop relationships with other people. As one parent described: “It is positive because I get 
to share my experiences about working with other people and going to do different things 
outside the family home” (Mother of 2, 38, working part-time). 
Secondly, as the mothers were working, their child’s physical wellbeing was 
negatively impacted. As one mother of a child with eczema said, her being away at work 
often meant that her daughter was anxious, which only aggravated her eczema – “There are 
mornings when I drop her off and I see her scratching.” (Mother of 2, 35, working part-time). 
Being cared for by others also impacted children’s physical functioning due to the different 
approaches to illness management. For one mother, her being at work meant that her son 
attended outside child care – which often led to the eczema being impacted given the 
uncontrolled environment.  
“I have the best handle on his skin and no one else does. And when I’m away from 
him, his skin suffers, as a result.” (Mother of 2, 39, working part-time) 
 The child developing independence, especially in illness self-management, was a 
positive consequence of the mother working. Needing to be independent and self-sufficient in 
handling their illness was a consequence of their parent not being around all the time. As one 
mother stated: “I think that she’s had to be a little bit more self-sufficient when it comes to 
managing her illness when I’m at work.” (Mother of 2, 37, working part-time). Developing 
responsibility, much earlier than most other children, was another impact – with their illness 
and their parents working meaning that children had to take on responsibility from a younger 
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age, and to help with general illness-related tasks on a daily basis (e.g., to self-manage and 
medicate).  
4.3.3 Support, flexibility and understanding. The third theme centred around 
support, understanding and flexibility. Support specifically referred to having other 
individuals around to help – whether at work (e.g., employers, colleagues), at home (e.g., 
partners looking after the children, helping with domestic chores) from others like 
grandparents (e.g., to call on to look after the child given their illness), the community (e.g., 
back-up support or for costs of treatment) or the government (e.g., carer’s allowance, mental 
health schemes). One mother said that her actual work role provided her with more support, 
as in her job she worked with others who were supportive and understood her daughter’s 
illness. Mothers also expressed how grateful and lucky they felt to have this support. For 
example, as one parent stated: “I’m very fortunate to have a boss and colleagues that are very 
supportive.” (Mother of 2, 35, working part-time). 
Having understanding and flexibility from employers was important. This usually 
referred to employers understanding and being flexible with mothers needing to either take 
time off from work, to be working certain hours or days given their need to care, or to be 
taking calls while at work throughout the day or sometimes having children at the office with 
them. Understanding for family, other parents, or friends was also identified, but not at all 
times present. For example, one mother expressed that other family members, usually 
extended family, were less understanding about her child’s asthma – particularly its 
seriousness. Another mother said that other parents “who don’t have any knowledge of how it 
is to live with any kind of illness - make some very unhelpful comments” (Mother of 3, 37, 
working part-time).   
Having support, flexibility and understanding was important especially for mothers 
who were single parents or had no close family or an involved partner. Support from partners, 
family and government help was sometimes unavailable. Government assistance was limited 
with respect to treatments and medications due to changes in regulations - for example in 
terms of conditions needed to subsidize asthma medication (an asthma attack in certain time 
period for eligibility). One mother suggested that implementing family friendly workplaces, 
especially for women who were working might be helpful to all women. Another said that 
some form of assistance for time-off was something that would help. Mothers also said that 
their work roles allowed them to provide support and understanding to others who were in 
similar situations (e.g., had chronically ill children or children), given their personal 
experiences.   
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4.3.4 Broader impact. The fourth and final theme was the wider impact that mothers 
identified their situation to have on others – especially their other children and family 
members, and those in their workplace. The impact on other children centred around mothers 
feeling that other children sometimes were forgotten, given less attention and spent less time 
with as opposed to their chronically ill child. In relation to this, mothers expressed guilt – as 
one mother explained: “the guilt of not having much time with the other two children.” 
(Mother of 4, 36, working part-time). Mothers working meant that other family members 
were required to provide care for the child’s illness. Their partners were also impacted, as one 
mother said “my husband will look after the kids a lot or take time off work, umm… where it’s 
needed” (Mother of 2, 41, working full-time), showing that partners often had to pick up, 
housework and child care. 
In terms of the workplace, six of the mothers said that they felt they let their 
workplace down because of their need to take time off. In doing so, this added strain on their 
employers as it meant replacements were required and alternative arrangements made. 
Mothers said that they would be behind in doing their job as they often had to leave work 
early or not be there. Clients and colleagues were also impacted as taking time away from 
work meant letting down clients or having to ask colleagues to take on additional work.  
4.4 Discussion 
This study aimed to examine the work-family interface for mothers of children with 
diabetes, asthma or eczema in order to compare and contrast their experiences to those 
already established in past research for both mothers of healthy developing children and those 
caring for children with diverse chronic conditions. Interviews with a group of working 
mothers of children with these illnesses revealed four key themes: (1) parent impact, (2) child 
wellbeing and development; (3) support, understanding and flexibility; (3) and broader 
impact. This study adds to the current literature as it is likely one of the first studies to have 
identify the unique experience of working mothers of children with the three most common 
child illnesses in Australia and to examine the impact of multiple roles (e.g., health carer, 
parent and employee).  
Highlighted now are the similarities and differences between the reported experiences 
these mothers face and those reported by past research. Work impacted on their parent role 
(e.g., discipline and parenting) and other family members (e.g., other children, partners) in a 
way similar to those reported by past research on mothers of healthy children. Work impacted 
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family life because of needing to meet work responsibilities, sometimes long hours, or work 
certain jobs at certain times, leading to less time spent at home.  
Yet the impact of work on the care mothers provided for their children was more 
evident for these mothers, as opposed to those of healthy children. This was particularly 
illustrated through experiences of not being always available for their child’s illness-related 
issues or care due to work commitments. The care of the child and their illness was a 
common aspect mothers discussed and referred to throughout the interviews. Some said that 
they would need to rely on others to care for their child (e.g., fathers, grandparents), a 
challenge in itself, as child care is often difficult to find. This often led to their child’s health 
being impacted, as these other carers were not as well versed in the care of their child. 
However, mothers also felt that because of working and not always being around, their 
children benefited as they learnt how to be more responsible and independent, as any child in 
relation to life skills, but also most importantly in the way they handled their illness.  
For these mothers, the impact of their family on work seemed to be more substantial. 
This was specifically due to the carer role and associated responsibilities they had to meet. It 
can be described to be both personal (relating to the parent, and the child’s illness), but also 
in relation to others (employers and colleagues). Similar to past research with chronic illness 
(Vickers & Parris, 2005), these mothers needed to be available to their child, be the first point 
of contact, take calls at work, rearrange working hours and take time off work. Some also 
needed to work in a specific type of work or to work certain hours because of a need to 
prioritize family and carer roles, rather than their careers. The latter experience is similar to 
the experiences of most mothers, who often report that having a family limits career 
opportunity, as they need to be there for their families (George et al., 2008b; Haslam et al., 
2015). For this particular group, however, the constant need to be available for their child and 
difficulties in finding child care that could accommodate illness management seemed to leave 
mothers no choice but to prioritise family and carer roles, despite this coming at a cost to 
their career aspirations. Their carer responsibilities also impacted colleagues and their 
workplace, placing strain on both groups – with their employers having to make alternative 
arrangements and their colleagues to take on extra work in their absence. 
Although work had negative impacts, it also allowed these mothers an opportunity to 
have time away from dealing with their child’s illness, providing an escape or distraction, and 
a chance for interactions with others, while developing a sense of personal achievement. In 
having the experiences of caring for a child with illness, they also said they were more 
understanding and empathic of other parents, especially those in similar situations. For some, 
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the shortage of time sometimes put things into perspective – with mothers feeling that it was 
important to spend as much quality time with their children as possible.   
Guilt was present both in terms of work and family. Family-wise it was centred 
around not spending enough time with their children or for not being there for their family; 
much in line with the study by Haslam et al. (2015). More specific to these mothers is the 
guilt they feel for not spending time with other children, feeling like they are neglecting them 
given the need to care more for their ill child. Also unique to these mothers is the guilt they 
expressed for not doing their job well, due to the worry and distraction they experienced 
because of having an ill child. Always worrying about their child meant being distracted 
leading to higher levels of stress, less productivity at work and greater guilt. However, it is 
difficult to know if levels of guilt were substantially higher without objectively measuring 
this aspect.  
Although this type of worry might be typical of most mothers, the constant worry for 
their child’s well-being throughout the day is an aspect that is more specific to these mothers. 
It is important here to make note of this as it clearly is something related to having a child 
with illness. Parents report significant worry about their child with T1D (Streisand & 
Monaghan, 2014), especially when children are unable to appropriately manage their illness. 
Most important is that this worry can have a further impact on other aspects such as causing 
poorer parent-reported QoL (Herbert et al., 2015) or as highlighted in this research, an impact 
in terms of guilt for mothers. As with the mothers of children with illness, guilt also centred 
around not being about to make other commitments. So, while similarities can be identified 
within both groups of mothers, it appears that the source of guilt is not only due to working 
too much or spending time with their family, but also because of the added layer of the 
child’s illness (e.g., neglecting work and other children because of needing to care). 
Finding a way to ‘juggle’ the numerous competing demands meant always feeling 
‘worn-out’, overwhelmed, exhausted and under great strain. Personal time was usually 
sacrificed, like other mothers, however for these mothers there was always the ‘extra’ strain 
of everything related to their child’s illness, their work and other family responsibilities. This 
finding is similar to past studies of mothers caring for children with chronic conditions 
(Vickers et al., 2004) – where the added burdens (e.g., attending appointments, 
hospitalizations, tending to the child throughout the night), but also being responsible for 
other family members and domestic duties, were evident. Ultimately, this resulted in less 
time for themselves and a social life, resulting in sacrifices to personal or social time.  
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Availability of support - employer and family understanding, flexibility and 
awareness of their needs and responsibilities was commonly present for the majority of these 
mothers. This is contrary to previous studies (George et al., 2008a; Vickers & Parris, 2005) 
with chronically ill children illustrating that very little to no support exists for such mothers, 
and others illustrating that little help is offered to support carers who struggle to meet their 
roles (McGrath, 2001). Most who reported support felt that they were ‘lucky’ to have this 
available and that it helped to alleviate stress levels, and to better balance their work and 
family responsibilities. This mirrors established research that shows having family-friendly 
work conditions (e.g., flexible hours, ability to take time off,) are all major contributors to 
achieving a positive work–family balance (Gornick & Meyers, 2003; Gray & Tudball, 2002; 
Prior & Richardson, 2005).  
4.4.1 Strengths and limitations. This is the first study to outline the experiences of 
working mothers with young children who have T1D, asthma and eczema and investigating 
whether these are similar to those of mothers with healthy children as outlined in previous 
research. In doing so, it therefore adds to the current literature by its specific focus on this 
group of parents which can be viewed as representative of parents with a chronic illness. It is 
important to focus on these illnesses given their prevalence and the vast numbers of families 
they impact. One strength of this study is that conducting interviews allowed for an 
opportunity to explore work-family conflict experiences and associated challenges, leading to 
a better and deeper understanding of how conflict can manifest. The use of an already 
established question protocol is also a strength, given that this shows such questions being 
applied in previous research. The inclusion of open-ended questions and probing allowed for 
mothers to respond in their own words and give specific examples that applied to them. This 
allowed for richer information to be obtained, and in turn allowed for a better understanding 
of the issues these mothers faced.  
There are however limitations to this study. The first is the use of only mothers. This 
limits the findings, as fathers’ perspectives are not presented in this research, with only 
mothers’ perspectives illustrated. Future work is needed to examine if these patterns would 
emerge with such a group. Secondly, although this study is intentionally qualitative in nature, 
it does not allow for conclusions to be made on the extent to which levels of work-family or 
family-work conflict are actually different to that of other mothers. Rather this study provides 
important insight regarding what mothers report to be the added demands and responsibilities 
related to their child’s illness, and how this could play a role in creating greater conflict. 
Future research should explore this further. Demands play a key part in any parent’s work-
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family conflict experiences. It has been documented that demands are predictive of the level 
of conflict experienced, whereby greater time spent in family activities, increases family 
demands, with the responsibilities associated with caring for children and aging parents, for 
example being commonly associated with high levels of family-to-work conflict (Anderson et 
al., 2002; Byron, 2005). A potential focus of future research could be to conceptualize and 
quantify these care demands and their impact. 
A final limitation would also be use of ‘generic qualitative research’ methodology. As 
noted by Caelli, Ray, and Mill (2003) more and more transparency is now required when 
conducting and reporting such a study. While effort was made to report and follow the 
aspects discussed by Caelli et al. (2003), it would be fair to say that not all aspects were 
addressed. It would be worth to, given such standards to take a different approach to more in-
depth rigor and reflexivity by perhaps having participants more involved (e.g., asked for 
feedback or comment on transcripts) or analyse findings through a specific analytic lens/ in 
line with a specific theory. It should be noted here that as this study was exploratory, its 
intention was not to particularly use a ‘analytic lens’ or ‘theory’ to explain the findings. This 
would be worth to investigate in future research. 
4.4.2 Implications of findings and future research focus. This study illustrates that 
mothers of children with the asthma, eczema and T1D illnesses experience work-family 
conflict, with many identifying instances of how either their work impacts their family 
responsibilities (including their carer role) and how family impacts their work responsibilities 
and experience high levels of guilt. While some of the examples are similar to those reported 
by mothers of healthy children (e.g., work/wellbeing impact, guilt, quality parent), others are 
specific to this group - for example, the impact on work in terms of taking time off/leave or 
calls during the day to care for the child. The comparison throughout this study with the 
experiences of mothers illustrated in past research might suggest that all parents experience 
work-family conflict on a regular basis, although perhaps to differing degrees. However, this 
study did not focus on quantifying this conflict, another avenue for future research. Although 
both types of conflict are reported here, perhaps family-to-work conflict for these mothers 
will be greater given the added care demands they face. This is an area for future quantitative 
research. A survey comparing data from both parent groups would address the need to 
measure this aspect.  
The experiences of exhaustion and strain suggests that perhaps mothers are impacted 
in terms of their personal well-being to a greater extent than other mothers. This also remains 
open to further investigation. Greater conflict and stress has been linked to a negative impact 
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on parent functioning (Byron, 2005). This may mean that mothers who are not coping or 
functioning well because of more challenges would also be faced with difficulties in 
managing their child’s illness, which likely can have an impact on the child. Given the 
novelty of this research, it is particularly important that further investigation takes place to 
examine the ‘extra’ demands faced by these mothers. Furthermore, quantifying and 
investigating differences compared to mothers not facing these additional responsibilities 
would also be warranted. Findings from this, and future research, may be used to highlight 
further the demands on working mothers or parents of chronically ill children. They can also 
be used to educate family, school, and work communities of the added responsibilities that 
these caregivers face and the potential consequences for child and parent well-being. 
4.5 Conclusion 
This study has provided evidence for the work–family research and literature by 
highlighting the challenges working mothers of children with T1D, asthma and eczema face 
in balancing multiple roles. The themes extracted and discussed suggest that although some 
of the challenges faced by these mothers are similar to those of other mothers, the role of 
‘health carer’, faced on a daily basis further creates demands on their presence and time, 
making life much more challenging for mothers, families and in turn children. However, 
while this seems to be the case based on the examples and anecdotes here, the evidence is 
preliminary and requires further research that aims to quantify and measure similar types of 
experiences, and further compare if variables such as demands, work-family conflict and 
parent and children outcomes differ based on whether mothers have the additional role 
responsibilities of health carer. 
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Chapter 5: Parent caregiving and child chronic illness: A measure of child illness 
specific parent daily hassles 
This chapter outlines the second of three empirical studies conducted. This particular 
study aimed to develop a measure (the Parent Daily Hassles – Chronic Illness or PDH-CI 
scale) to help quantify the types of caregiving demands that parents of children with chronic 
illness face on a daily basis. As these types of demands are related to the care of child’s 
chronic illness, parents will often need to perform such tasks to care and manage their child’s 
illness. Both the findings of the qualitative study in Chapter 4 and past literature on the types 
of demands commonly faced by such parents were used to inform the development of this 
measure. This paper addressed, specifically the limitation of no measure, to date having been 
developed to uniquely measure the demands related to care of a child’s illness, as previously 
discussed and illustrated. 
This chapter consists of a paper manuscript submitted to the Journal of Pediatric 
Psychology. Main changes, that include adjustments to section titles and placing of tables, 
and sections of content in the background for this research were made from the original, so as 
to limit the degree of repetition of content discussed in the previous chapters of this thesis. It 
should be noted that while careful care has been taken to do this, where it was not possible, 
information was still included and as such might mirror that included previously. The 
reference for the submitted article is provided below: 
 
Kish, A. M., Newcombe, P. A., & Haslam, D. M. (2018). Parent caregiving and child chronic 
illness: A measure of child illness specific parent daily hassles. Journal of Pediatric 
Psychology. Manuscript under review. 
 
Author Contributions. All the authors have read this manuscript, have approved this 
version included in this thesis, and agreed to be accountable for all aspects of the work. All 
authors meet the authorship criteria. Author AK contributes to conception and design, 
particularly item development of the newly developed scale (see 5.2), recruitment of parents 
for the survey, analysis of the data (see 5.2.2) and interpretation of the results (see 5.3), as 
well as the drafting and preparation of the manuscript. Author PN contributed to conception 
and design of the study, particularly providing feedback on the processes taken for scale 
development and the analysis of the data and interpretation of the results. PN also provided 
feedback for ways to revise and improve the manuscript. Author DH contributed to the 
conception and design and provided feedback for ways to revise the manuscript. 
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5.1 Background 
Parents play a key role in the care and management of their child’s illness. When a 
child is diagnosed with a chronic illness parents often need to initiate changes in family 
structure and function, redistribute roles and responsibilities, and depending on the severity 
and complexity of the illness itself, also often  become involved in illness care and 
management (Brown et al., 2008). Compared to parents of children without illness, these 
parents spend more time providing care, making health-related arrangements and 
coordinating their child’s illness care (Freedman, Litchfield, & Warfield, 1995) as described 
in Chapter 1 (1.3), while also meeting other general demands, social and financial constraints 
and the needs of other family members (Eiser, 1990). This has been discussed at length in 
Chapter 1 (section 1.2).  
Illness-specific demands, such as daily treatment and care (e.g. vigilance to prevent 
treatment complications), are in addition to demands that all parents face. Four types of 
demands specific to parents of a child with an illness have been identified: (1) 
illness/treatment monitoring, (2) caregiving of the child with illness, or primary burden; and 
(3) maintaining family integrity and (4) insuring financial stability, or secondary burden 
(Stewart, Ritchie, McGrath, Thompson, & Bruce, 1994; Willis, Elliott, & Jay, 1982). Specific 
examples of each are provided in Table B.1 in Appendix B.  
Parental distress can be experienced by all parents and can be triggered by both minor 
every day stressors and more specific stressful events. Minor stressful events have a 
cumulative impact. Such stressors or challenges are faced by parents in daily child-rearing 
and caregiving demands – such as being nagged, whined at, settling arguments or cleaning up 
after the child (Crnic & Greenberg, 1990). Other sources of stress can include adverse effects 
or difficult life circumstances, including single parenting (Cooper, McLanahan, Meadows, & 
Brooks-Gunn, 2009), parental psychopathology (Johnston, Murray, Hinshaw, Pelham, & 
Hoza, 2002; Zahn-Waxler, Duggal, & Gruber, 2002) and major childhood illness or disability 
(Vermaes, Janssens, Mullaart, Vinck, & Gerris, 2008). Stressors can also relate to a child’s 
chronic illness (Compas et al., 2012; Serido, Almeida, & Wethington, 2004). 
Parent stress is especially important to focus on as several sources of stress can 
determine parenting behaviours, which directly and indirectly impact child development, 
(Belsky, 1984; Deater-Deckard, 1998; Hauenstein, 1990; Nieuwesteeg et al., 2016; Theule, 
2010). The added role of ‘health’ carer and its daily demands adds an additional source of 
stress for parents, and a greater caregiving burden and distress (Coffey, 2006; Steele, Long, 
Reddy, Luhr, & Phipps, 2003). General and disease-related parenting stress is associated with 
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greater parental responsibility for treatment management of a child (Bourdeau, Mullins, 
Carpentier, Colletti, & Wolfe-Christensen, 2007; Helgeson et al., 2012). High stress levels in 
caregivers has also been associated with a child's own medical regimen adherence behaviours 
(Monaghan, Hilliard, Cogen, & Streisand, 2009; Streisand, Swift, Wickmark, Chen, & 
Holmes, 2005), as discussed at length in section 1.2.5 of Chapter 1.  
Parents of children with chronic illness are reported to have significantly greater 
general parenting stress than caregivers of healthy children (Cousino & Hazen, 2013). The 
high stress is likely due to the need to assume responsibility for the care of their child’s 
illness, which in addition to other demands and roles (e.g., worker, parent) can overburdened 
parents. Generally, parents are at particular risk of experiencing work-family conflict, 
especially when having to care for young children. These parents report high levels of 
conflict that negatively impact functioning across both work and family domains 
(Nomaguchi, 2009). For parents of ill children, particularly, the unpredictability of the child’s 
illness can create more family stress (Gustafsson, Björkstén, & Kjellman, 1994) and can limit 
child care options (Thompson, 1993) impacting on a parent’s ability to meet other (e.g., 
work) roles (VandenHeuvel, 1993) (e.g., having to stay home with a sick child at short 
notice, as no child care is available means that a parent would need to miss work for the day).  
The cumulative impact of relatively minor daily stresses ("daily hassles") can have 
major adaptation significance. Lazarus (1984) hypothesized that an individual's cognitive 
appraisal of the significance of these events for one's own well-being is the primary factor 
predicting the impact of the stressor. As such, parents’ perceptions of these events and their 
significance is important given their implications for parental, family and child functioning 
(Crnic & Greenberg, 1990). Daily hassles are conceptualized as the “irritating, frustrating, 
annoying, and distressing demands” that characterize everyday transactions with the 
environment and those present within this environment (Kanner, Coyne, Schaefer, & 
Lazarus, 1981). Some can be situationally determined and infrequent, others may be 
repetitive given that an individual remains in the same context. Such a conceptualization is 
particularly relevant for families with young children as the child’s behaviour can create 
situations that interfere with parental responsibilities. However, to date no measures in the 
context of chronic illness exist, despite hassles being considerably better predictors of 
psychological well-being than are major life events (Chamberlain & Zika, 1990; Lu, 1991) 
and being more strongly related to poor health than life events (Segal & VanderVoort, 1993).  
For parents, the role of parenting hassles as they contribute to overall parental stress has been 
the focus of research. Daily hassles related to both parenting and non-parenting tasks (e.g., 
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child-health related) impact the development of psychological problems through mediating 
the relationship between parent stress and parent psychological symptoms (Compas, Howell, 
Phares, Williams, & Ledoux, 1989; Creasey & Reese, 1996). The Parenting Daily Hassles 
(PDH) scale, is a measure of parenting daily hassles for use with the general parent 
population. Developed by Crnic and Greenberg (1990), the scale was designed to measure 
parent’s perceptions of their minor daily hassles and inconveniences associated with 
parenting, given the damaging effects of perceived minor stresses faced by parents (Kanner et 
al., 1981). However, the PDH does not include illness specific caregiving demands or 
demands related to a child’s chronic illness. Nor does such a measure exist in the wider 
literature. The lack of an adequate measure of illness related demands significantly limits 
research as no data can be collected to quantitatively assess the impact of parenting a child 
with a chronic illness or if specialized services are needed.  
5.1.1 Aim of this study. This study aimed to develop and validate a new measure: the 
Parent Daily Hassles – Chronic Illness (PDH-CI) scale to measure the daily hassles of 
parents with children who have a chronic illness. The items were guided by the PDH scale, 
with validation and reliability making up the psychometric approach. Although the measure 
is could be used with parents of children all chronic illnesses, here the validity of the tool is 
assessed with the three most common illnesses asthma, eczema and T1D. It will be noted 
here that as discussed at the end of in Chapter 3, recruitment of both mothers and fathers was 
part of the aim of this research. However, as it will be illustrated below, the majority of the 
parent sample used in this study were mothers. As such the remainder of the content will 
refer to mothers where possible in order to be accurate and transparent.   
5.2 Method 
The development of the Parent Daily Hassles– Child Chronic Illness (PDH-CI) 
involved: (1) defining the construct; (2) review of existing measures; (3) generation of initial 
item pool; (4) input and feedback from key experts; (5) piloting with parents for further input 
and feedback and (6) initial assessment of psychometric properties. This process was in line 
with the  principles of measure development as outlined by Cohen, Swerdlik, and Sturman 
(2013). For this research, the construct was defined by the types of demands that specifically 
impact parents of children with an illness. Based on a review of the current research 
(including the original PDH), 14 items were initially created, with a focus on illness and 
treatment monitoring and caregiving of the child with illness. These items were distributed to 
a small sample of experts (academics in psychology or primary care, nursing, diabetes care 
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and/or general medicine) and of parents of children with chronic illness to gain feedback on 
the ease of understanding, content, completion and face validity of the scale. Both parents 
and experts filled out the new measure, presented in two versions by following the 
instructions provided and then responded to a series of feedback questions. These are 
provided in Appendix C. 
The feedback from these parents suggested that the measure was easy to understand 
and showed good face validity. However, some parents and experts recommended adding 
items; others suggested removing items, and in the case of experts, also including specific 
examples for items in terms of how each would apply to T1D, asthma and eczema. These 
changes resulted in the final 15-item Parent Daily Hassles – Chronic Illness (PDH-CI), the 
items of which are provided in Table 5.2. A more detailed version of the measure is provided 
in Appendix D. 
5.2.1 Design and Participants. A cross-sectional survey design using a sample of 
convenience was utilized. Ideally, as DeVellis (2017) recommends, the aim was to have at 
least 150 parents for this study, however due to issues of recruiting parents, a 5:1 ratio was 
used. Recent review of journal articles utilizing PCA or EFA in psychology revealed a 
considerable number of  peer-reviewed, published studies utilized less than a 5:1 subject to 
item ratio (40.5%), while 63.2% utilized a 10:1 or under ratio (Costello & Osborne, 2005). 
All participants (N=80) in this study were parents (M age = 39.40 years, SD = 5.67, Mdn = 
39.00 years) identifying as the primary caregiver of children (M age =7.82 years, SD = 2.10, 
Mdn=7.00 years). The majority of these parents were mothers (91.3%, n = 73), with only 
8.8% (n = 7) being fathers. In order to be eligible they had to have a child aged 5-12 years, 
understand English, work ³2 days per week and have a child with a chronic illness lasting 
more than 6 months. Table 5.1 below provides more details of the demographics related to 
both parents and children. 
The children were 40 girls (M age = 7.87 years, SD = 2.10, Mdn = 7.00 years) and 39 
boys (M age = 7.77 years, SD = 2.12, Mdn = 7 years) with T1D (n = 32, M age = 8.14 years, 
SD = 2.22, Mdn = 8.00 years), asthma (n = 36, M age = 7.57 years, SD = 2.02, Mdn = 7.00 
years) or eczema (n =12, M age = 7.73 years, SD = 2.05, Mdn = 7.00 years) living in 
Australia. Children, on average had experienced their illness for close to 4 years (M duration 
= 3.98 years, SD = 2.50), with the majority of parents reporting their child’s illness to be 
moderate/mild in severity (where 1 = severe, and 5 = minimal). The majority of parents were 
Australian mothers who were married or living with a partner (88.8%), working or studying 
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full-time (75.1%), and had more than one child (83.9%). The majority (82.5%) had a post-
secondary qualification; with 73.8% holding white collar occupations. Parents worked either 
full-time (48.8%) or part-time (46.3%), and around 30.63 hours (SD =11.70) per week. 
Almost all parents (98.9%) stated that they had taken time off work in the past year to care 
for their child.  
Table 5.1. Parent and child demographic information 
 
Marital Status n (%) Employment status n (%) 
  Married/cohabitating/defacto 69(86.3%)   Full-time  39 (48.8%) 
  Divorced/separated 7(8.8%)   Part-time  36 (46.3%) 
  Single 4(5.0%)   Other1 4 (5.0%) 
Parent Level of Education n (%) Number of children n (%) 
  Completed high school or less 14(17.9%)   1 child 13 (16.5%) 
  Trade/technical college 15(18.8%)   2 children 39 (48.8%) 
  University degree 23(28.7%)   3 children 19 (23.8%) 
  Postgraduate 28(35.0%)   4 or more children 9 (11.3%) 
Working hours M (SD) Parent Age M (SD) 
  Full-time (n = 39) 40.15(6.95)   Type 1 diabetes (n = 32) 39.97 (5.28) 
  Part-time (n = 6) 21.32 (6.68)   Asthma (n = 36) 38.78 (6.29) 
  Other1 (n = 4) 18.37 (3.50)   Eczema (n = 11) 39.82 (4.83) 
Illness Severity2 n (%) Illness Duration3 M (SD) 
  Very Severe to Severe 33 (41.25%)   Type 1 diabetes (n = 32) 2.85 (2.15) 
  Moderate/Mild 36 (45%)   Asthma (n = 33) 4.62 (2.43) 
  Minimal 11(13.75%)   Eczema (n = 6) 5.87 (2.75) 
1Casual/working from home, business owner, 2Parent rating of their child’s illness, group by whether severe, moderate or 
minimal. 3Duration of the child’s illness, measured in years. 
 
 All parents completed the study voluntarily and were given the chance to take part in 
a draw to win either a gift voucher or one of two iPad Minis. The procedures and measures 
used in this study were approved by The University of Queensland’s Behavioural and Social 
Sciences Ethical Review Committee (BSSERC) before recruitment and data collection 
commenced (#2015000052). 
5.2.2 Measures. Demographic information was collected with a modified version of 
the Family Background Questionnaire (Sanders & Morawska, 2010). 
 Parenting Daily Hassles or PDH Crnic and Greenberg (1990) scale is 20 item 
measure, validated and reliable (Crnic & Greenberg, 1990) of parental perceptions about the 
minor daily hassles and inconveniences of parenting. The measure asks parents to indicate 
both the frequency with which an event occurs (7-point Likert scale from " 1- rarely" to "7 - 
always"), and the intensity with which the parent perceives the event to be a hassle (7-point 
scale from "1 - low hassle" to "7 - high hassle"). Example items include: “Meal-time 
difficulties with picky eaters, complaining etc” or “The kids demand that you entertain them 
or play with them”. Two major scores are derived, one a frequency scale score (sum of the 
frequency items), and another intensity scale score (sum of the hassle items).  
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Parenting Daily Hassles/Demands – Child Chronic Illness (PDH-CI) was specifically 
developed for this research. It consists of 15 items aimed to measure parents’ perceptions 
about daily hassles and/or inconveniences associated with caregiving of a child with T1D, 
asthma or eczema. As with the well validated PDH scale, this measure asks parents to 
indicate – for each of the 15 items, firstly the “Frequency” with which the event occurs (on a 
7-point Likert scale from " 1- rarely" to "7 - always"), as well as the intensity with which the 
parent perceives the event to be a “Hassle” (using a 7-point scale from "1 - low hassle" to "7 - 
high hassle"). Two major scores are then derived, one corresponding to a frequency scale 
score (sum of the frequency items), and an intensity scale score (sum of the hassle items).  
The PedsQL  Pediatric Quality of Life Inventory  (Varni, Seid, & Rode, 1999) is a 
23-item widely used, valid and reliable scale (Varni, Burwinkle, Seid, & Skarr, 2003; Varni, 
Seid, & Kurtin, 2001), with both child self-report (ages 5 to 18 years) and parent-proxy report 
(ages 2 to 18 years). It measures both health-related child Quality of Life (HRQoL) in healthy 
and clinical samples of children and adolescents (2 -18 years), using separate generic and 
disease-specific modules. Here, the generic module will be utilised. Parents (using the parent-
proxy report), are asked to indicate how much each problem (e.g., Getting along with other 
children or Missing school because of not feeling well) has been over the past month using a 
5-point response scale (0 = never a problem to 4 = almost always a problem).  The items are 
revered-scored, and linearly transformed to a 0 -100 scale (0=100; 1=75; 2=50, 3=25, 4=0), 
and totalled for an overall score as well as separate dimension scores for physical, 
psychosocial, social, emotional and school functioning. Lower scores reflected poorer 
functioning.  
The WHOQoL-BREF: World Health Organization Quality of Life – BREF (Bonomi, 
Patrick, Bushnell, & Martin, 2000) is a 26-item self-report questionnaire, previously 
validated and reliable (Chan & Chan, 2006; Lin, Hwang, Chen, & Chiu, 2007) measuring 
physical health, psychological health, social relationships and environment, overall QoL and 
general health satisfaction of adult individuals. Parents are asked to express the extent to 
which they have experienced an issue (e.g., Do you have enough energy for everyday life?), 
or felt satisfied (e.g., How satisfied are you with your personal relationships?) over the 
preceding 4 weeks on a 5-point Likert-type scale, with higher scores indicate a higher QoL.  
The Parenting Scale (PS: (Arnold, O'Leary, Wolff, & Acker, 1993) is a previously 
validated (Locke & Prinz, 2002) 30-item measure assessing dysfunctional discipline styles 
(over-reactivity, laxness and verbosity) and overall dysfunctional parenting. Parents are asked 
to imagine how they would act in response to a series of situations on a 7-point scale with 
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two anchors where one end represents an effective parenting practice and the other a less 
effective parenting approach. For example, on the item “When my child misbehaves” ratings 
range from 1 (I do something right away) to 7 (I do something about it later). Higher scores 
indicate higher levels of dysfunctional parenting. 
The Parental Stress Scale (PSS) developed by Berry and Jones (1995) is an 18-item, 
validated (Zelman & Ferro, 2018) self-report scale measuring levels of stress experienced by 
parents, taking into account both positive (e.g. emotional benefits) and negative, ‘stressful’ 
(e.g., demands on resources) aspects of parenthood. Parents are asked to indicate the extent to 
which they either agree or disagree on items such as “I feel overwhelmed by the responsibility 
of being a parent” using 5-point Likert-type, with higher scores indicative of greater parental 
stress.  
The Work and Family Conflict Scale (WAFCS: (Haslam, Filus, Morawska, Sanders, 
& Fletcher, 2014) was used to measure work-family conflict. The WAFCS is 10-item self-
report measure, previously validated (Haslam et al., 2014) that assesses both work-to-family 
and family-to-work conflict. Parents are asked to rate their level of agreement on a 7- point 
scale on items such as: “My work prevents me spending sufficient quality time with my 
family” (work-family) and “My family has negative impact on my day to day work duties” 
(family-work item). Total subscale scores can be obtained, where higher scores correspond to 
higher levels of conflict. For all of these measures, reliability and other descriptive statistics 
are reported in Table 5.3.  
5.2.3 Procedure. Parents were recruited Australia-wide through schools, before- and 
after-school care centres, community and parent social media pages, non-profit organizations, 
foundations and news/media channels. Parents accessed the questionnaire online. They read 
information related to the study, provided consent to participate by clicking a consent 
checkbox and then completed the questionnaire, which included all measures that were 
discussed above (counterbalanced for any order effects). The questionnaire took on average 
20 minutes to complete. 
5.2.4 Statistical Analysis Procedures. Following the development and consultation 
process, both an impact method and an Exploratory Factor Analysis (EFA) using n=80 
parents was conducted in order to identify any underlying constructs. The validity and 
reliability of the new scale were also examined. 
5.2.4.1 Construct validity. An Exploratory Factory Analysis (EFA) formed the main 
analyses used to examine the construct validity of the new scale and was appropriate given 
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the novelty of this study and little research in this area. The EFA was conducted specifically 
to: (a) determine the number of factors underlying the structure of the PDHS- CI items; (b) 
examine whether factors underlying the scale were correlated, and (c) summarize the data. 
Both PCA and PAF extraction, using orthogonal (Varimax) and oblique (Direct Oblimin) 
rotation methods were conducted and examined. Factor retention was based on the 
examination of the Kaiser-Guttman criterion of eigenvalues > 1, examination of the Scree 
Plot, and Parallel Analysis (PA) (Horn, 1965) using both Random Normal Data Generation 
and Raw Data Permutation. Initial exclusion of items, was based on preliminary data for 
item/s: (1) being skewed (e.g., z-score of > 3.), (2) not associated with any of the other items 
(e.g., no inter-item correlation exceeding .30), and (3) showing an extracted communality of 
< .20 (Child, 2006).  
5.2.4.2 Concurrent and convergent validity. To assess the concurrent validity of the 
PDH-CI, relationships with the PDH scale were evaluated. Convergent validity was 
examined through associations between scores on each of the factors of the new PDH-CI and 
measures of child and parent QoL (PedsQL ,WHOQoL-BREF), parenting (PS), parenting 
stress (PSS) and work-family conflict (WAFCS). Pearson’s bivariate correlations were 
examined and reported, for all of the above, as data were normally distributed. 
5.2.4.3 Reliability. Internal consistency of the new measure was assessed using the 
widely used Cronbach alpha coefficient. Conventions suggest a Cronbach alpha coefficient 
can range from 0 to 1 (Tavakol & Dennick, 2011) with values >.70 considered acceptable 
indicators of internal consistency (DeVellis, 2017). 
5.2.4.4 Group differences based on illness type. In order to investigate whether 
demands differed significantly across the three types of illnesses, group differences based on 
type of chronic illness were examined using a set of one-way ANOVAs. This allowed for 
investigation of the possibility that the type of illness may play a role in the demands faced.  
5.3 Results 
Preliminary data screening, tests of assumptions were examined and dealt with before 
progressing with further analyses. An outline of these procedures appear in Appendix E.  
5.3.1 Exploratory Factor Analysis. Given the exploratory nature of this factor 
analysis, a set of initial solutions (both PCA and PAF), using both orthogonal (varimax) and 
oblique (direct oblimin) rotation methods were conducted with the 15 items included for both 
the “Frequency” and “Hassles” items, with no restrictions for factors to retain. The three 
indicators detailed above under construct validity aided the number of factors to retain. To 
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determine the optimal number of factors a series of alternative models that included 1, 2, and 
3 factor solutions were compared. The most parsimonious model, providing the most 
acceptable fit, conceptual and theoretical factor solution was chosen. The process of how this 
final solution is also illustrated in Figure 5.1 below. 
 
Figure 5.1. Process taken to reach the final factor solution of the Parent Daily Hassles – 
Chronic Illness (PDH-CI). 
A 1-factor solution, with PAF using direct oblimin and all 15 items included, 
provided the best fit for the “Hassle” items. This solution explained 54% of the variance. A 
2-factor solution for the “Frequency” items was much clearer and conceptually appropriate. 
Two “Frequency” items (#11 and 14) showed high cross loadings and were removed. A 
subsequent set of analyses was conducted using 13 items. As previously, the PA showed that 
a 2-factor solution with PAF using direct oblimin provided the better solution. However, one 
item did not fit onto the proposed loaded factor and was removed. More details of these 
solutions are outlined in the section on “Number of factors to retain” in Appendix E. The 
final solution explained 62.01% of the variance in the Frequency items. Factor 1: “Medical 
and social support” (7 items) explained 49.89% of the variance and Factor 2: “Medical 
symptoms” (5 items), explained 12.12% of the variance. The final version of the PDH-CI is 
presented in Table 5.2.  
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Table 5.2. Factor loadings for a Principal Axis Factoring (PAF) Solution, Using Oblimin 
Rotation and either 12 items (Frequency) or 15 Items (Hassles) of the Parenting Daily 
Hassles – Chronic Illness (PDH- CI) 
Statement Frequency Hassles 
 
Medical 
and social 
support 
Medical 
symptoms 
Related to 
the child’s 
illness 
Dealing with arising emergencies, complications and 
hospitalizations. 
.844  .684 
Communicating with medical teams and healthcare staff. .789  .771 
Not getting educational support measures from medical team. .746  .605 
Attending medical appointments- e.g., GP/pediatrician, 
endocrinologist, allergist, dermatologist. 
.651  .673 
Attending/online participation in parent support group forums 
or meetings. .588  .617 
Organizing social or school/day-care related activities for my 
child - e.g., parties, school field trips, school camps.  .429  .709 
Helping my child with activities of daily living - e.g., eating, 
exercising, dressing, bathing . 
.425  .718 
Monitoring symptoms of my child's illness - e.g., signs of low 
blood sugar levels, breathing/wheezing distress, changes in skin 
appearance. 
 -.870 .734 
Administering medication to my child - e.g., insulin injections, 
puffers/inhalers.  -.833 .660 
Performing additional tasks (e.g., preparing meals, cleaning the 
house) to help manage my child's illness.  -.816 .802 
Communicating with my child’s school/other caregivers 
regarding medications/ treatment. .332 -.599 .716 
Worrying about my child’s happiness and ability to cope with 
their condition. 
.341 -.518 .744 
Getting my child to sleep at night due to checking/monitoring 
the symptoms of their illness. 
  .751 
Disciplining my child.   .482 
Not getting educational support measures from medical team.   .605 
      Eigenvalues 5.987 1.454 7.736 
      Variance % 49.89 12.12 51.57 
      Cronbach α .837 .897 .931 
      Median 15.00 20.00 37.00 
      IQR 9.00 13.25 18.50 
      Mean (SD) 16.71 
(9.23) 
19.84 
(8.39) 
36.26 
(20.37) 
 
5.3.2 Reliability and validity. Interrelations among the items of the PDH- CI were 
assessed to measure internal consistency. The PDH- CI was found to have excellent internal 
consistency, in terms of both “Frequency” (12 items, α = .90) and “Hassles” (15 items, α = 
.93). Cronbach’s α for the two “Frequency” factors were good to excellent, with “Medical 
and social support” (7 items, α = .84) and “Medical symptoms” (5 items, α = .90). As 
illustrated in Table 5.3, both “Frequency” factors and the “Hassles” factor were significantly, 
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negatively correlated with overall child QoL and other aspects of child QoL including 
physical, psychosocial, emotional, social and school functioning, indicating some evidence 
for construct validity. Parenting stress and family-to-work conflict (FWC) significantly, 
positively correlated with the total score on the “Hassles”, where greater hassles were 
associated with greater stress and family-to-work conflict. The total “Frequency” score and 
score on Medical and Social Support were found to significantly, negatively correlate to one 
aspect of parent QoL – social relationships. Furthermore, the new measure also showed 
significant correlations with the already validated PDH scale. 
5.3.3 Group differences across illnesses. One-way ANOVAs showed statistically 
significant differences between the three illness groups across the new PDH-CI. For the total 
“Frequency” score, a significant difference was seen, F(2,79) = 16.39, p = <.001, η2 =.42 . 
Post hoc multiple comparisons, using Bonferroni corrections revealed that parents of children 
with T1D reported greater total “Frequency” of demands (M = 47.16, SD = 12.15) than those 
of children with asthma (M = 29.61, SD = 14.55), and eczema (M = 29.08, SD = 13.85).  
Similarly, a significant difference was seen across the three groups for both 
“Frequency” Factor (Medical and Social Support), F(2,79) = 7.02, p = .002, η2 =.18; and 
Factor 2 (Medical Symptoms), F (2,79) = 22.46, p < .001, η2 = .58. Multiple comparisons 
revealed that parents of children with T1D reported greater demands (Factor 1: M = 21.12, 
SD = 9.20; Factor 2: M = 26.03, SD = 4.67) than those with children with asthma (Factor 1: 
M = 13.78, SD = 8.41; Factor 2: M = 15.83, SD = 7.77), and eczema (Factor 1: M = 13.75, SD 
= 7.31; Factor 2: M = 15.33, SD = 8.06). For the “Hassles” scale, parents of children with 
T1D reported greater “Hassles” (M = 45.31, SD = 17.58), than those of children with asthma 
(M = 30.47, SD = 19.27) and eczema (M = 29.50, SD = 23.04). No other significant 
differences found. 
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Table 5.3. Descriptive Data and Zero-order Correlations Between Child Quality of Life, Parent Parenting, Parenting Stress, Quality of Life, 
Work-family Conflict, General Parenting Hassles and Illness Parenting Hassles in the Exploratory Factor Analysis (n = 64) 
 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16 17 18 19 20 21 22 23 24 
1. Child Quality of Life (Total)a -                        
2. Child Physical Functioninga .80** -                       
3. Child Psychosocial Functioninga .95** .61** -                      
4. Child Emotional Functioninga .65** .31* .74** -                     
5. Child Social Functioninga .82** .57** .84** .50** -                    
6. Child School Functioninga .84** .59** .84** .39** .64** -                   
7. Parent Quality of Life (Total)b .05 .05 .07 .15 .00 .00 -                  
8. Parent Physical Healthb .21 .17 .22 .17 .17 .16 .65** -                 
9. Parent Psychological Healthb .07 .08 .06 .11 .08 .02 .61** .60** -                
10. Parent Social Relationshipsb .11 .02 .11 .14 .02 .15 .39** .47** .59** -               
11. Parent Environmentb .26* .15 .27* .25* .30* .19 .46** .66** .61** .52** -              
12. Dysfunctional Parentingc -.27* -.23 -.26* -.21 -.29* -.16 -.03 -.13 -.39** -.24 -.28* -             
13. Parent Laxnessc -.29* -.31* -.25* -.16 -.32* -.14 -.05 -.14 -.34** -.11 -.26* .89** -            
14. Parent Overreactivityc .03 .02 .01 -.09 .04 .07 -.16 -.14 -.47** -.18 -.23 .62** .43** -           
15. Parent Verbosityc -.22 -.18 -.22 -.17 -.15 -.18 .19 .04 -.15 -.18 -.03 .76** .59** .32* -          
16. Parenting Stressd -.28* -.13 -.31* -.28* -.26* -.27* -.28* -.27* -.20 -.18 -.25* .11 .06 .23 .09 -         
17. Demands (General) Frequencye -.38** -.21 -.40** -.48** -.28* -.34** -.15 -.21 -.14 -.26* -.30* .04 -.01 .06 .11 .50** -        
18. Demands (General) Hasslese -.42** -.25* -.43** -.41** -.39** -.35** -.19 -.25* -.25* -.30* -.39** .23 .19 .19 .18 .55** .76** -       
19. Demands (CI) Frequencyf -.41** -.27* -.45** -.39** -.29* -.42** -.21 -.10 .03 -.23 -.07 -.11 -.08 -.15 -.07 .15 .47** .37** -      
20. Demands (CI) Frequency, Medical & Social Supportf -.46** -.32* -.49** -.36** -.37** -.46** -.17 -.10 -.03 -.26* -.15 .01 .04 -.10 -.03 .10 .46** .38** .91** -     
21. Demands (CI) Frequency, Medical Symptomsf -.25* -.12 -.29* -.33** -.13 -.27* -.23 -.10 .06 -.20 -.01 -.20 -.17 -.15 -.13 .17 .41** .31* .90** .65** -    
22. Demands (CI) Hasslesf -.45** -.27* -.49** -.47** -.42** -.38** -.18 -.16 -.14 -.17 -.19 .18 .20 -.02 .21 .34** .54** .66** .65** .57** .61** -   
23. Work-family conflict (WFC)g  -.03 .03 -.03 -.16 -.09 -.00 -.22 -.19 -.27* .05 -.19 .03 .01 .10 -.01 -.02 .21 .08 -.14 -.18 -.07 .05 -  
24. Family-work conflict (FWC)g -.41** -.26* -.42** -.41** -.39** -.29* -.17 -.33** -.31* -.24 -.48** .38** .36** .27* .28* .24 .41** .45** .15 .16 .10 .32** .37** - 
M 67.88 71.43 65.99 59.53 73.83 64.61 3.63 64.84 58.59 54.95 67.24 2.75 2.77 3.25 3.93 52.01 56.09 45.69 37.33 17.26 20.06 37.91 21.75 18.19 
SD 16.87 18.97 18.73 22.25 22.05 22.94 .83 17.04 16.35 25.66 13.48 .56 .96 .80 .84 5.66 23.03 23.96 16.14 9.44 8.40 19.79 7.39 7.74 
Range 85.87 78.13 93.33 100.00 100.00 100.00 3 78.57 75.00 100.00 65.63 2.53 4.27 4.10 4.29 24.00 114.00 85.00 72.00 42.00 30.00 83.00 30.00 30.00 
α .92 .82 .91 .83 .87 .86 - .83 .80 .81 .76 .88 .89 .74 .79 .80 .91 .93 .91 .85 .91 .92 .88 .89 
aPedsQL  Pediatric Quality of Life Inventory  by Varni et al. (2001) where lower scores reflected poorer child functioning, bScores are based on the WHOQoL-BREF: World Health Organization Quality of Life – 
BREF by Bonomi et al. (2000), where higher scores indicate better QoL. cScores are based on the Parenting Scale (PS) by Arnold et al. (1993), where low scores indicate good parenting and high scores indicate 
dysfunctional parenting, dScores are based on the Parental Stress Scale by Berry and Jones (1995), where higher scores on the scale indicate greater stress. eScores are based on a variation of the Parenting Daily Hassles 
Scale (PDH-CI) originally developed by Crnic and Greenberg (1990). For frequency and hassles scores higher scores indicate greater frequency and more hassles. fScores are based on a newly developed Parenting 
Daily Hassles Scale – Chronic Illness (PDH-CI), where for frequency and hassles scores higher scores indicate greater frequency and more hassles. Frequency Factor 1: Demands related to medical and social support 
(7 items); Factor 2: Demands related to medical symptoms (5 items); Frequency (12 items); Hassles (15 items). gScores are based on the Work and Family Conflict Scale (WAFCS) by Haslam et al. (2014), where low 
scores indicating low levels of work-family conflict and high scores indicating high levels of work-family conflict.. *p  < .05. **p  < .01
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5.4 Discussion 
 The present study aimed to develop a psychometrically sound measure of daily 
caregiving demands for parents, particularly mothers of children with a chronic illness – here 
those with T1D, asthma or eczema. A clear need was seen in the literature for this scale, given 
that no such measure yet exists to quantify the types of daily demands parents may face and to 
further understand the impact that a child’s illness can have on parents in terms of the extra 
demands they need to face. In doing so, this study presents a discussion of the development of a 
new PDH-CI measure which showed strong, preliminary psychometric properties in terms of 
reliability and validity.  
5.4.1 Factor structure.The psychometric method identified two factors of demands, for 
the frequency scale. The first focused around describing those related to both illness and 
treatment monitoring (attending medical appointments) and caregiving (e.g., Helping my child 
with activities of daily living - e.g., eating, exercising, dressing, bathing) specifically in terms of 
medical and social support, both in relation to the child when in their care, but also when away 
from them (e.g., school). The second focused around describing demands related to both 
illness/treatment monitoring and caregiving but more related to dealing with medical symptoms 
and treatment of their child’s condition, again which included dealing with issues outside the 
home (e.g., at school). This factor structure of the new measure is not in line with the potential 
types of demands that have been identified in past research (Hauenstein, 1990; Willis et al., 
1982), those related to illness/treatment monitoring and caregiving. The new items, in turn, 
group into demands related to medical and social support and demands related to medical 
symptoms.   
On the other hand, the factor structure of the hassles items only loaded onto one factor, 
with no distinct, individual factors identified. Despite conducting and examining numerous 
solutions, no solution (especially a two-factor solution) matched the items and factors extracted 
for the ‘frequency’ solution. Although ideally a similar factor structure solution would be 
anticipated across the ‘frequency’ and ‘hassles’ items, this did not occur here. One potential 
explanation for this was that what might seem important to parents or mothers as a ‘hassle’ might 
not be happening as frequently for them. To understand whether this might be happening the 
item average in terms of their frequency and hassle means were closely examined. This revealed 
that the items not included in the frequency FA, but included for the hassles FA (Items 11, 12 
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and 14), occurred ‘sometimes’ or once every 2 weeks, and were seen by parents/mothers as 
moderate hassles. This, therefore, is likely not an explanation for the inconsistency between the 
two different factor solutions, as it is clear, from other items in the frequency FA that they too 
occurred sometimes and were of moderate hassles for parents (see Appendix F).  
One other potential explanation for this result is that these items measure ‘demands’ that 
might not be either important to these parents/mothers, or that do not fit particularly with the 
other items included. For example, item 12 (Disciplining my child) may not really relate to the 
illness itself. There is also a possibility that the type of illness may play a role in the types of 
demands that might be frequent for these parents/mothers. This seems to be the case, as 
illustrated by the group differences when examining levels of both “Frequency” and “Hassles” 
amongst the three groups (e.g., greater levels for all measures in T1D group). 
5.4.2 Validity and reliability.For the frequency scale, the two factors were both reliable, 
with good to excellent Cronbach alpha scores. The validity of the PDH- CI was examined to 
some extent through the relationships between the new PDH- CI and a) previously validated 
measures of parent daily hassles (the PDHS) and b) measures of several parent variables 
(parenting, parenting stress, work-family conflict and QoL). For the frequency items, the two 
factors did show strong associations with child QoL and one aspect of parent QoL – social 
relationships – but no other aspects. The “Hassles” items showed similar associations. While 
these relationships are few, the associations seen show some evidence for validity of the new 
scale.  
5.4.3 Strengths and limitations. The current study’s strengths include using an expert 
and consumer informed approach to pilot test the new measure, and an exploratory factor 
analysis to develop the new PDH-CI scale, measuring parents (mostly mothers) caregiving 
demands specific to those caring for children with either diabetes, asthma or eczema. In 
developing the measure, both the views of experts in appropriate fields (e.g., psychology, 
diabetes expert, nurse) and parents/mothers or consumers themselves were utilised. The feedback 
gathered from both experts and parents was a strength of this study as it allowed a strong 
consumer set of feedback (to identify face validity). In addition, the development of the items 
was also based on past research and studies and is therefore empirically derived. The use of well-
validated measures to test the validity of the new PDH-CI and the well-established statistical 
techniques used are additional strengths that help to further support the results.  
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However, these findings should be considered in light of the following limitations. 
Firstly, in developing the scale items, it was sought to carefully and clearly articulate how the 
item would apply to the specific illness. Although perhaps sufficient given that in this study 
piloting of the measure with some parents did take place, perhaps a better approach would have 
been to conduct a prior focus study that would ask parents about the types of ‘demands’ they 
personally experienced in order to have a more in-depth understanding about these. Conducting a 
content validity index (CVI), perhaps, at the item level would also be warranted. This would be 
in order to assess whether an appropriate sample of items represent the full construct of parent 
daily hassles, in addition to having face validity. This would provide a clear idea of the items, 
and their relevancy and help to better draw conclusions about the PDH-CI’s quality. 
Also related to the items themselves – is potential revision of some of the included items. 
The item “Worrying about my child’s happiness and ability to cope with their condition” is a 
double-barreled item (such that is focuses on more than one aspect). Separating out the two 
aspects, and including two items (e.g., worrying about my child’s happiness, worrying about my 
child coping) would be one solution. Furthermore, addressing some negative barrelled items, 
such as “Not getting educational support” (potential removal) and “Worrying that I am not 
performing” (revision to worrying about my abilities to care for my child) would also warrant 
investigation. 
A relatively small number of parents, mostly mothers, were part of the final sample 
raising a potential limitation of generalizability. Despite numerous attempts to recruit more 
parents over a two-year period, a smaller number than expected completed the measure. As such, 
and given the small sample size in this study, it was not possible for any additional analyses to be 
performed (e.g., split the sample and EFA with one half and Confirmatory Factor Analysis or 
CFA with the other half). In addition, the sample was mostly mothers, with few fathers 
completing the measure. This again brings into question the generality of findings being 
impacted, as it may be that fathers experience levels of demands differently to mothers and 
respond to this measure differently. Furthermore, although the sample was limited to the three 
illnesses by design as these are the most common, also allowing intergroup comparisons to be 
made, the findings cannot yet be generalised to all illness groups and future research should 
explore this. Additionally, both the validity and reliability of the new PDH-CI were examined 
using either one or two indicators. The study did not analyse other psychometric indicators such 
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as discriminant or predictive validity, nor did it attempt to assess test-retest, inter-rater or parallel 
form/s reliability. Furthermore, as a cross-sectional methodology was used further research is 
needed to test the PDH-CI’s test-retest reliability or change sensitivity (e.g., to interventions or 
lifestyle changes). Addressing these limitations provides a set of next steps for future research 
focus, as further establishment of the basic scale is needed.  
5.4.4 Applications and future directions. The newly developed PDH-CI scale has 
addressed a significant gap in existing assessment tools for carers of chronically ill children. The 
current results indicate the new measure to hold strong psychometric properties and pilot data 
suggests its brief nature is well accepted by busy parents. It therefore holds promise as a useful 
measure to assess parent frequency and extent of demand/hassles in relation to caregiving 
demands specific to their child’s illness, which might then be a precursor for predicting parent 
work-family conflict experiences. It perhaps however be useful to further investigate, if these 
demands are related to more parent wellbeing outcomes, given that only an impact on social 
relationships was seen here. 
This study has provided much needed preliminary support for the use of the measure, but 
further research is needed before it can be confidently used in routine clinical or research 
settings. In order to improve this measure, research should aim to: 1) confirm each of the newly 
developed subscales and their relationship to the original ‘hassles’ or ‘demands’ construct 
through a CFA; 2) further assess other aspects of validity including its predictive validity, while 
also ensuring its clinical sensitive to change; and 3) examine the psychometric properties with 
others samples – perhaps fathers, or parents/mothers of healthy children to determine if 
differences occur and show the scale can differentiate between groups. It would also be worth to 
conduct a specific item level CVI and address the problematic items identified, before attempting 
to address any of the other aspects and conduct further research. 
From a practical perspective, the PDH-CI would be useful to include when investigating 
competing demands and work-family conflict, with the potential that these demands experienced 
by parents or in this case mostly mothers, would add to the everyday general demands faced by 
other parents/mother generally, and in turn influencing other aspects of parents’/mothers’ lives or 
their child’s lives. A study of these demands (using the PDH-CI), whether a simple comparison 
or difference study or a Randomized Control Trial (RCT) for example, with mothers/parents with 
and without ill children would allow comparisons to determine whether these demands are 
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greater for those of children with chronic illness and have the potential to influence families 
further.  
5.5 Conclusion 
Overall, this study provides data suggesting a potential structure of the new measure, 
with some evidence for the preliminary validity and reliability of the PDH-CI. An important gap 
in the current research is however addressed as this study is the first to quantifying an important 
aspect likely to play a role in parents’ or mothers’ experience of work-family conflict – that of 
demands. The demands are more likely to be applicable to those of children with chronic illness, 
and additional to the general demands experienced by most other parents or mothers. Although 
future research is need to confirm the psychometric properties, this study illustrated that the 
PDH-CI is a promising measure of parenting hassles related to care of children with chronic 
illness and suggests further research confirming its properties is warranted.  
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Chapter 6: Child chronic illness, parent work-family conflict, parenting behaviour and 
Quality of Life: A comparison study 
This chapter outlines the final of the three empirical studies conducted. It specifically 
aimed to examine differences, particularly quantitatively between parents of children with 
chronic illness and parents of healthy children. This is in terms of the general and illness specific 
demands, work-family conflict, wellbeing, parenting, parenting stress and child QoL. It 
particularly links with the previous two studies in that firstly, it aims to address the limitation of 
no quantitative study existing to measure aspects discussed in Chapter 4, and secondly, it builds 
on the paper presented in Chapter 5 by using the newly developed measure to compare samples 
on specifically parent demands that relate to the child’s illness. 
This chapter consists of a paper manuscript submitted to the Journal of Child Health 
Care. The main changes include adjustments to section titles and placing of tables, and sections 
of content in the background for this research, so as to limit the degree of repetition of content 
discussed in the previous chapters of this thesis. It should be noted that while careful care has 
been taken to do this, where it was not possible, information was still included and as such might 
mirror that included previously. The reference for the submitted article is provided below: 
 
Kish, A., Newcombe, P., & Haslam, D. Parenting, work, child chronic illness and quality of life: 
A comparison study. Journal of Child Health Care. Manuscript under review  
Author Contributions. All the authors have read the included manuscript, have 
approved this version of the manuscript included in this thesis, and agreed to be accountable for 
all aspects of the work. All authors meet the authorship criteria. Author AK contributed to the 
conception and design of the study, recruitment of parents completing the survey, analysis of 
data and results interpretation and the drafting and revising of the manuscript. Author PN 
contributed to the conception and design of the study, advised on the analysis of the data and 
interpretation of the results and provided critical review and feedback on this manuscript. Author 
DH contributed to the conception and design, advised on some analysis and data interpretation 
and provided feedback for ways to revise and improve the manuscript. 
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6.1 Background 
Child chronic illness (CI), as defined and discussed in the introductory chapter (Chapter 1) 
impacts families. This is because despite greater availability of care services, family members 
are still the primary caregivers for these children. Yet the role of ‘carer’ for these parents means 
on-going care (e.g., adherence to strict treatments, hospitalizations and medical appointments) all 
of which are time consuming (Miller, Nugent, et al., 2016). An individual’s QoL or their well-
being across physical, psychological and social aspects (Ferrell, 1995) of family members is 
greatly reduced. Parents of children with CI are at increased risk for impairment in overall QoL 
(Hatzmann et al., 2008). Challenges related to practical care of their child’s illness is a difficult 
area for parents and a substantial burden (Santer et al., 2012). Treatments can be constant (Moore 
et al., 2006), and time consuming. Caregivers of these children report greater parenting stress 
than those of healthy children (Cousino & Hazen, 2013), due to treatment management 
(Nieuwesteeg et al., 2016). 
Illness care is important in order to limit the negative impacts to a child’s physical health 
(Cathcart & Theos, 2011), with this also closely associated with mental health (Surtees et al., 
2008). As illness can impact a child’s wellbeing across multiple facets (as discussed in Chapter 
1, section 1.3) considering all aspects that relate to management of chronic illness are vital to 
foster good health. Effective parent adherence to care plans can be influenced by parent factors 
such as wellbeing or problems with complex child care arrangements  (Anderson et al., 1997). 
These arrangements can lead to an inability to administer illness management plans (Barnes et 
al., 1996). Not having the time or being able to administer treatment can also be due to a need 
to work in order to meet the much greater care costs, particularly as the cost of medical expenses 
are three times higher in families with ill children when compared to expenses of those with 
generally healthy children (Newacheck & Kim, 2005). These costs can place demands on the 
economic resources of families (Lindley & Mark, 2010), in ways discussed at length in the 
introductory chapter (Chapter 1, section 1.2.2). Parents may therefore need to work in order to 
make ends meet or to provide financial security to afford and make different health-related 
choices which can provide children with better care (Gjerdingen, McGovern, Bekker, Lundberg, 
& Willemsen, 2001).  
It is common for any adult faced with both family and work to experience an inter-role 
clash or conflict. This has been discussed at length in Chapter 3, and applies here, with the 
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ecological systems theory, as applied to work-family, as form of inter-role conflict. Especially, 
applicable to parents of children with a CI, who are also health carers, the level of family 
involvement shows positive associations with conflict, particularly greater FWC (Carlson & 
Kacmar, 2000). Although not specific to caregivers of young children, research on later life 
caregiving shows that the demands of the caregiver and the employee role (Stephens et al., 
1997), as well as the role of caregiver and spouse (Barling et al., 1994) can conflict. Work-family 
conflict has been shown to have several health implications.  For example, long work hours are 
associated with poorer parent health (Swanson et al., 1997) and greater work-family conflict in 
working mothers of young children (Schnittker, 2007). Having more children, especially young 
children means more care and resources, with parents of young children reporting greater 
conflict and fewer time and energy resources (Grandey & Cropanzano, 1999). High work-family 
conflict has been associated with decreased mental and physical health, greater stress (Cole & 
Secret, 2012) and fatigue (Ilies et al., 2015; Jansen et al., 2003). 
Work-to-family conflict has also been identified to affect parent-child interaction quality 
(Cinamon et al., 2007) increasing the likelihood of child negative functioning (Shreffler et al., 
2011). Because of the negative experiences of parents, implications arise for inappropriate child 
behaviours, and increased parent stress (Williford et al., 2007). Parenting is even more difficult 
when a child has a CI, as integration of strategies for general child behaviour and for tasks 
relating to their child’s condition are necessary (Turner-Henson et al., 1992). Parenting factors 
have been linked to impact on illness onset and disease course (Gustafsson, Kjellman, et al., 
2002), where positive and effective parenting, is associated with better child illness management 
and adjustment (Davis et al., 2001). However, a greater risk for these parents of using even more 
dysfunctional parenting practices, presents itself given the higher stress associated with raising a 
child with an illness. These parents are more likely to focus on their own needs, reducing their 
focus on the child’s concerns and likely interacting negatively with their children through poor 
parenting practices (Elgar et al., 2007). The aspects mentioned here are discussed in more detail 
in Chapter 3 (section 3.3). 
As illustrated in Chapter 2, several exploratory, qualitative research on experiences of 
working parents caring for children with chronic illnesses show that conflict is experienced by 
these parents (e.g., difficulty balancing dual roles, feeling stressed, overwhelmed and tired). Yet, 
while useful in describing these experiences, the extent to which this conflict is experienced by 
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these parents is not determined. The only located quantitative study by Gates and Akabas (2012), 
used a small sample of single, low-income mothers of children with asthma. For them, work 
conflicting with caregiving (WFC) was more common than family conflicting with work (FWC), 
as work was inflexible. However, there was no control group to compare WFC or FWC levels to 
other groups of parents. 
6.1.1 Aim of this study. The daily care of T1D, asthma and eczema can be expensive, 
yet necessary. Parents have to meet many roles simultaneously (care, employment), which has 
the potential to influence the number of demands placed on them and other aspects of their lives 
and that of their child. While research describes these experiences in parents of children with a 
“chronic condition”, it is not specific to working parents of children with T1D, asthma or eczema 
and none have measured the conflict or compared it to the conflict of parents with healthy 
children to determine if it is indeed harder for these parents. This third research study aims to 
address these issues.  
It is hypothesized that: (1) parent demands will be greater for parents of CI children as 
opposed to those of healthy children; (2) family-work conflict (FWC), will be greater in parents 
of CI children than those of healthy children, given the added care tasks these parents face; (3) 
parents of CI children will report poorer QoL than parents with healthy children, leading to a 
greater use of dysfunctional parenting and parenting stress for them than for those with healthy 
children and; (4) parent QoL, dysfunctional parenting and parenting stress will negatively impact 
child QoL. As such CI children will show poorer QoL than their healthy counterparts. It will be 
noted here that as discussed at the end of in Chapter 3, and similar to Chapter 5 - recruitment of 
both mothers and fathers was the aim of this study research. However, as it will be illustrated 
below, again, the majority of the parents used in this study were mothers. As such the remainder 
of the content will refer to mothers where possible in order to be accurate and transparent.   
6.2 Method 
6.2.1 Study design and participants. The study employed a cross-sectional survey 
design with a parent sample of convenience (N = 277: M age = 39.49 years, SD = 5.52). This 
sample size was not based on any power analysis. Two groups of parents were included – those 
with a chronically ill child (n = 126) and those with a healthy developing child (n = 151). 
Participants were recruited Australia-wide through advertisements provided to schools, before- 
and after-school care centres, community 
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Table 6.1. Parent and child demographics 
Gender (parents and children) CI Healthy  
Male (Fathers) 9 (7.1%) 17 (11.3%) c2 (1,N = 276) = 1.409 
p = .235 Female (Mothers)  117 (92.9%)  133 (88.7%) 
Age (parents and children) CI Healthy  
All parents 39.47 (5.66) 39.50 (5.44) t(255) = -.054, p = .957 
Type 1 Diabetes parents 40.46 (5.07) - F(2,120) = 1.552, p =.216* 
Asthma parents 39.14 (6.28) - 
Eczema parents 38.04 (4.62) - 
All children  7.77 (2.15) 7.93 (2.33) t(273) = -.598, p = .550 
Males (Boys) 7.73 (2.27) 7.66 (2.18) t(131) = .178, p = .859 
Females (Girls) 7.80 (2.05) 8.18 (2.45) t(140) = -.991, p = .324 
Marital Status CI Healthy  
Married 102 (81.0%) 115 (76.2%) c2 (5,N = 277) = 5.951  
p = .311 Divorced/separated 13 (10.3%) 12 (7.9%) 
Single 3 (2.4%) 5 (3.3%) 
Cohabitating/defacto 7 (5.6%) 18 (11.9%) 
Widower - 1 (0.7%) 
Other 1 (0.8%) - 
Level of Education CI Healthy  
Primary school or less 1 (0.8%) 1 (0.7%) c2 (5,N = 277) = 1.956  
p =.855 Some high school 3 (2.4%) 4 (2.6%) 
Completed high school 15 (11.9%) 11 (7.3%) 
Trade/technical college 26 (20.6%) 30 (19.9%) 
University degree 40 (31.7%) 50 (33.1%) 
Postgraduate 41 (32.5%) 55 (36.4%) 
Number of children CI Healthy  
1 child 17 (13.5%) 34 (22.5%) c2 (2,N = 277) = 16.357, p <.001 
2 children 64 (50.8%) 94 (62.3%) 
3 or more children 45 (35.7%) 23 (15.2%) 
Socio-economic status IRSAD1  CI Healthy  
Lower Average Socio-Economic Index 28 (22.2%) 16 (10.7%) c2 (2,N = 276) = 7.609, p =.022 
Mid Average Socio-Economic Index 23 (18.3%) 25 (16.7%) 
Higher Average Socio-Economic Index 75 (59.5%) 109 (72.7%) 
Employment status CI Healthy  
Full-time 54 (42.9%) 82 (54.3%) c2 (3,N =277) = 4.553  
p = .208 Part-time 62 (49.2%) 63 (41.7%) 
Casual 5 (4.0%) 3 (2.0%) 
Other2 5 (4.0%) 3 (2.0%) 
Partner Employment  CI Healthy  
Full-time 90 (84.9%) 113 (86.9%) c2 (3,N = 236) = 4.007  
p = .261 Part-time 7 (6.6%) 13 (10.0%) 
No 6 (5.7%) 3 (2.3%) 
Other3 3 (2.8%) 1 (0.8%) 
Working hours  CI Healthy  
0-15 hours 14 (11.3%) 6 (4.1%) c2 (2,N = 270) = 7.306, p =.026 
16- 37 hours 64 (51.6%) 68 (46.6%) 
38 or more hours 46 (37.1%) 72 (49.3%) 
Occupation CI Healthy  
White-collar4 94 (78.6%) 130 (88.4%) c2 (1,N = 267) = 4.990  
p = .025 Blue-collar5 26 (21.7%) 17 (11.6%) 
1Socio-Economic status (SES) using the Index of Relative Socio-economic Advantage and Disadvantage (IRSAD) deciles categorized into 3 
groups: Lower Average Socio-Economic Index, Mid Average Socio-Economic Index, Higher Average Socio-Economic Index. 2 Term-time, work 
from home/ running own business 3Studying full-time, self-employed, or working overseas.  4Includes occupations such as manager, teacher, 
banker, researcher, academic; 5Police officer, electrician, bookkeeper, childcare. 
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and parent social media pages, non-profit organizations, foundations and news/media channels. 
To be included in the study, parents were required to have a child aged between 5 and 12 years 
of age, understand English, work at least 2 days per week and, for the CI group, have a child 
with T1D, asthma or eczema, expected to last more than 6 months. 
Gender of children did not differ between groups with 48.4% boys and 51.6% girls in the 
CI group, and 48.3% boys and 51.7% girls in the healthy group. Nor were there significant 
differences in the number of boys and girls across the three illnesses – boys: 36.1% with T1D,  
44.3% with asthma and 19.7% with eczema; girls: 33.8% with T1D, 46.2% with asthma and 
20.0% with eczema. Parents of children with T1D rated their child’s illness as Severe/Very 
Severe (75%), while those of children with asthma (70%) and eczema (64%) rated their child’s 
illness as Moderate/Mild. On average, parents reported their child to have their illness for 4 years 
(M years = 4.13, SD = 2.75). More detailed demographics for both groups are provided in Table 
6.1 above. 
6.2.2 Measures. Demographic information was collected with a modified version of the 
Family Background Questionnaire (Sanders & Morawska, 2010). 
The Parenting Daily Hassles (PDH) scale (Crnic & Greenberg, 1990) is validated and 
reliable measure of parental perceptions about the minor daily hassles and inconveniences of 
parenting. The measure asks parents to indicate both the frequency with which an event occurs 
(7-point Likert scale: 1= rarely to 7= always), and the intensity with which the parent perceives 
the event to be a hassle (1 = low hassle to 7 = high hassle). Two scores are derived, one 
frequency score (summed frequency items), and another intensity score (summed hassle items). 
Internal consistency for both the frequency (a = .93) and intensity (a = .95) scores for the 
current study was excellent. 
The Parenting Daily Hassles– Chronic Illness (PDH-CI) was specifically developed for 
this research and is based on the PDH. It uses 15 items to measure parents’ perceptions about 
daily hassles and/or inconveniences associated with caregiving of a child with Type 1 diabetes, 
asthma or eczema. For each item parents indicate the “Frequency” with which the event occurs 
(on a 7-point Likert scale: 1= rarely to 7= always), and the intensity with which the parent 
perceives the event to be a “Hassle” (1 = low hassle to 7 = high hassle). A frequency score (sum 
of all frequency items) and two factors (medical/social support and medical symptoms), and an 
intensity score (sum of the hassle ratings of all items) can be obtained. Internal consistency for 
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the overall frequency (a = .91), frequency of medical/social support (a = .82), frequency of 
medical symptoms (a = .92) and intensity (a = .94) scores ranged from good to excellent in this 
study.  
The PedsQL  Pediatric Quality of Life Inventory  (Varni et al., 1999) is a extensively 
used scale of health-related child Quality of Life (HRQoL) in both healthy and clinical samples 
of young individuals (2 -18 years), using separate generic and disease-specific modules. Here, 
only the generic module will be utilised. Parents (using the parent-proxy report), indicate how 
much a problem a certain event has been over the past month using a 5-point scale (0 = never a 
problem to 4 = almost always a problem). An overall score and separate dimension scores 
(physical, psychosocial, social, emotional and school functioning) are obtained, with lower 
scores reflecting poorer functioning. Internal consistency for overall child QoL (a = .92), 
physical (a = .82), psychosocial (a = .91), emotional (a = .86), social, (a = .84) and school 
functioning (a = .84) scores ranged from good to excellent in this study. 
The World Health Organization Quality of Life – BREF or WHOQoL-BREF (Bonomi et 
al., 2000) is a commonly used self-report questionnaire measuring physical and psychological 
health, social relationships and environment, overall QoL and general health satisfaction of 
adults. Parents are asked to express the extent to which they have experienced an issue over the 
preceding 4 weeks on a 5-point Likert-type scale, with higher scores indicate a higher QoL. 
Internal consistency for physical (a = .79) and psychological health (a = .82), social 
relationships (a =.78), and environment (a = .77) scores ranged from acceptable to good in this 
study. 
The Parenting Scale or PS (Arnold et al., 1993) is a common measure used to assess 
parent use of dysfunctional discipline. Parents are asked to imagine how they would act in 
response to a series of situations on a 7-point scale with two anchors where one end represents an 
effective parenting practice and the other a less effective parenting approach. For example, on 
the item “When my child misbehaves” ratings range from 1 (I do something right away) to 7 (I do 
something about it later). Higher scores indicate higher levels of dysfunctional parenting. 
Internal consistency for overall parenting (a = .85), laxness (a = .87), overreactivity (a =.69), 
and verbosity (a = .43) scores range from unacceptable to good. Based on the low alpha the 
verbosity scale was not used.  
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The Parental Stress Scale (PSS) by Berry and Jones (1995) is a self-report measure of 
stress experienced by parents, taking into account both positive (e.g., emotional benefits) and 
negative (e.g., demands on resources) aspects of parenthood. Parents indicate the extent to which 
they either agree or disagree with items using a 5-point Likert scale (1 = Strongly disagree to 5 = 
Strongly agree), where higher scores indicate higher parental stress. Internal consistency was 
acceptable for this scale in this study (a = 75).  
The Work and Family Conflict Scale or WAFCS (Haslam et al., 2014) is a scale that 
assesses both work-to-family and family-to-work conflict. Parents rate their agreement to items 
such using a 7- point scale (1= Very strongly disagree to 7 = Very Strongly Agree). Total 
subscale scores can be obtained, where higher scores correspond to higher levels of conflict. 
Internal consistency for work to family or WFC (a = .89) and family to work or FWC (a = .90) 
conflict for the current study was good. 
6.2.3 Procedure. Parents accessed the questionnaire online through a webpage link or a 
QR code available on a study advertisement placed Australia wide across multiple sources. Upon 
accessing the questionnaire, parents were provided with an online information sheet and consent 
form. Parents indicated consent by clicking a checkbox and completing the survey. Parents then 
completed the eligibility questions and, if they met all the inclusion criteria, were directed to the 
questionnaire proper to complete. To be included in the study, parents were required to meet the 
criteria outlined above. Those that did not meet all of these criteria were screened out and 
directed to a “Thank you” page. On average, the questionnaire took 20 minutes to complete. 
Ethical approval was obtained (#2015000052) through The University of Queensland’s 
Behavioural and Social Sciences Ethical Review Committee (BSSERC).  
6.2.4 Analysis. Sets of chi-square analyses were conducted to investigate differences 
between the two groups of parents for a range of demographic variables. The demographics 
above apply to the parents used in the primary analyses (e.g., main differences). Based on these, 
and as illustrated in Table 6.1, the two groups differed in number of children, socioeconomic 
status (SES) and work hours. Correlations were conducted to explore potential relationships 
amongst factors and outcomes. To test the primary hypotheses of a difference between the two 
groups of parents, one-way Analysis of Variance (ANOVA) for outcomes (e.g., child and parent 
QoL, parenting, WFC, FWC, parenting stress) were conducted. Multivariate Analysis of 
Variance (MANOVA) were conducted with multiple subscale scores (e.g., child and parent QoL, 
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parenting, demands-CI). For these Bonferroni adjusted p-value values were used to determine 
significance to protect from Type 1 error. Finally, given the significant differences on some 
demographics, additional ANOVAs were conducted to examine any possible effects on the 
factors/outcomes of interest.  Prior to conducting the analyses, data were screened. No issues of 
missing data were found. However, due to concerns over violations of some of these 
assumptions, transformations were applied to the data and analyses re-run. Where appropriate, 
non-parametric tests were also examined. These transformations and non-parametric analyses 
either: (i) did not improve normality or homogeneity; (ii)  did not lead to substantive differences 
in the results Therefore, primary analyses were conducted with untransformed, data. For the 
correlations, however, these did appear to be influenced by violations of the statistical 
assumptions, and therefore Spearman’s rho will be reported. As not all parents completed the 
survey in its entirety, smaller groups of parents both with chronically ill child (n = 64) and those 
with a healthy developing child (n = 49) were used for the analyses requiring full survey 
completion (e.g., correlations).  
6.3 Results 
6.3.1 Correlations based on group. Given the focus of this study on the main outcome 
of QoL (child and parent), the associations of these with demands (both CI specific and general 
demands), WFC/FWC, dysfunctional parenting and parenting stress will be reported here. Here, 
correlations significant for both parent groups will be outlined, with a full summary of all 
correlations provided in Table G.1 of the Appendix G. 
For the CI group, frequency demands rs(64) = -.41, p = .001 and hassles demands rs(64) 
= -.45, p < .001, negatively correlated with child QoL only. For parents with healthy children, 
frequency of CI negatively correlated with parent QoL, rs(49) = -.34, p =.015, while hassles of 
CI correlated with child QoL, rs (49) = -.31, p = .032). The group correlations, however were not 
significantly different, z =-.840, p = .401. Both frequency, rs(64) = -.38, p = .002 and hassles, 
rs(64) = -.42, p = .001 of general parenting negatively correlated with child QoL only, for the CI 
parent group, while for the healthy group both correlated with child, rs(49) = ≥ -.31., p(s) = ≤.03 
and parent QoL, rs(49) = ≥ -.36, p(s) = ≤.01. The group correlations, however were not 
statistically significant, zscores = > -0.650, p(s) >.515. 
6.3.2 Primary Analyses: Group differences. There were statistically significant 
differences for overall child QoL, where parents of children with CI reported their child to have 
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poorer QoL than parents of healthy children, F(1, 275) = 14.32, p <.001. Additionally, general 
daily parent demands – both for frequency, F(1, 147) = 10.51, p = .001 and hassles, F(1, 147) = 
11.64, p = .001, and for illness specific demands total frequency, F(1, 121) = 64.33, p < .001, 
also significantly differed between groups. In both instances, parents of children with chronic 
illness reported greater frequency and hassles of daily demands, than parents of healthy children 
(see Table 6.2 for descriptive data).  
Table 6.2. Descriptive data for child quality of life; dysfunctional parenting; parenting stress, 
chronic illness demands, general demands, work to family conflict (WFC) and family to work 
conflict (FWC) of parents with healthy and chronically ill children. 
 
1Scores are based on The PedsQL  Pediatric Quality of Life Inventory  by Varni et al. (2001) where higher scores reflect better child Quality of Life (QoL) for both 
healthy group (n = 151) and chronically ill group (n = 126).2Scores are based on the WHOQoL-Bref (Bonomi et al., 2000), where higher scores indicate better Quality 
of Life (QoL) for both healthy group (n = 143 and chronically ill group (n = 112) . 3Scores are based on the Parenting Scale (PS) by Arnold et al. (1993), where high 
scores indicate dysfunctional parenting for both healthy group (n = 145) and chronically ill group (n = 116), Clinical cut off: M = 3.1, SD = 0.7. 4Scores are based on 
the Parenting Stress Scale or PSS by Berry and Jones (1995). Higher scores on the scale indicate greater stress for both healthy group (n = 89) and chronically ill 
group (n = 98). 5Scores are based on a newly developed Parent Daily Hassles – Chronic Illness (PDH-CI) measure by Kish, Newcombe, and Haslam (2018a), where 
higher scores indicate greater “Frequency” and “Hassles” of chronic illness specific parent care demands for both healthy group (n = 43) and chronically ill group (n = 
80). 6Scores are based on the Parent Daily Hassles Scale by Crnic and Greenberg (1990) where higher scores indicate greater “Frequency” and “Hassles” of general 
parenting demands for both healthy group (n = 76) and chronically ill group (n = 72).7Scores are based on the Work and Family Conflict Scale (WAFCS) by Haslam 
et al. (2014), where low scores indicating low levels of conflict and high scores indicating high levels of conflict for both healthy group (n = 144) and chronically ill 
group (n = 117). 
 
 Contrary to hypotheses no significant parent group differences for overall parent QoL, 
dysfunctional parenting, parenting stress, work-family conflict/WFC or family – work 
conflict/FWC were found. A Multivariate Analysis of Variance (MANOVA) revealed 
statistically significant differences in parent QoL, F(4, 250) = 2.43, p=.048; Wilk's Λ = 
0.963, partial η2 = .04. However, follow-up univariate ANOVAs found no significant 
differences across the individual QoL dimensions, p(s) > .032, given the adjusted p-value (p 
= .012) . In terms of parenting (laxness, over-reactivity), a MANOVA revealed no statistically 
 Parents of 
Healthy 
Children 
Parents of 
Chronically Ill 
Children   
F df Sig. 
 M (SD) M (SD)    
Overall Child Quality of Life1  79.23 (15.03) 72.13 (16.12) 14.325 1, 275 <.001 
Overall Parent Quality of Life2 3.87 (.780) 3.73 (.816) 1.805 1, 254 .180 
Dysfunctional Parenting3 2.62 (.48) 2.68 (.52) .928 1, 259 .336 
Parenting Stress4 52.21 (5.09) 53.06 (4.98) 1.301 1, 185 .255 
Demands (CI) Frequency5 36.55 (15.95) 15.12 (9.83) 64.331 1, 121 <.001 
Demands (General) Frequency6 44.09 (22.90) 56.19 (22.48) 10.510 1, 146 .001 
Demands (General) Hassles 32.38 (24.82) 46.14 (24.19) 11.641 1, 146 .001 
Work-family conflict (WFC)7 22.40 (7.32) 21.30 (6.92) 1.546 1, 259 .215 
Family-work conflict (FWC) 16.13 (8.40) 17.41 (7.51) 1.647 1, 259 .201 
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significant group differences based on whether parents had a chronically ill child or a 
healthy developing child, F(2, 258) = .20, p =.815; Wilk's Λ = .998, partial η2 = .00. 
There were statistically significant differences in parents’ experiences of demands related 
to their child’s CI based on whether the child had an illness or was healthy, F(3, 119) = 
29.06, p < .001, Wilk's Λ = .577, partial η2 = .42. Descriptive statistics for all are presented in 
Table 6.3 below.  
Table 6.3. Descriptive data for subscales of child quality of life, parent quality of life, parenting 
and chronic illness demands for parents with healthy children and parents with chronically ill 
children 
 Chronic 
Illness 
Healthy    
 M (SD) M (SD) F df Sig 
Child Quality of Life (QoL)1      
Physical Functioning 75.94 (17.31) 84.37 (15.32) 18.485 1, 275 < .001** 
Psychosocial Functioning 70.10 (18.05) 76.49 (16.78) 9.280 1, 275 .003** 
School Functioning 69.56 (22.13) 78.77 (19.79) 13.361 1, 275 < .001** 
Social Functioning 78.25 (19.67) 81.69 (18.76) 2.203 1, 275 .139 
Emotional Functioning 62.50 (23.12) 69.00 (20.48) 6.161 1, 275 .014** 
Parent Quality of Life (QoL)2      
Physical Health 66.09 (16.03) 71.08 (14.74) 4.671 1, 253 .032 
Psychological Health 59.86 (16.47) 60.34 (17.45) .051 1, 253 .821 
Social Relationships 55.73 (24.61) 59.61 (22.30) 1.741 1, 253 .188 
Environment 67.27 (13.30) 70.41 (13.95) 3.313 1, 253 .070 
Parenting3      
Parent Laxness 2.67 (.88) 2.60 (.92) .408 1, 259 .524 
Parent Over-reactivity3a 3.17 (.74) 3.16 (.72) .035 1, 259 .853 
Chronic Illness Demands4      
Frequency: Medical and social 
support 16.71 (9.23) 8.95 (4.58) 
26.770 1, 121 < .001
** 
Frequency: Medical symptoms 19.84 (8.39) 6.16 (6.29) 87.638 1, 121 < .001** 
Overall Hassles 36.26 (20.37) 15.60 (15.35) 33.824 1, 121 < .001** 
1Scores are based on The PedsQL  Pediatric Quality of Life Inventory  by Varni et al. (2001) where higher scores reflect better child Quality of Life (QoL) for both 
Parents of healthy children (n = 151) and Parents of Chronically Ill Children (n = 126). An adjusted p-value for significance was used for multiple comparisons: p < 
.010. 2Scores are based on the WHOQoL-Bref (Bonomi et al., 2000), where higher scores indicate better Quality of Life (QoL) for Parents of Healthy Children (n = 
143); Parents of chronically ill children (n = 112) . An adjusted p-value for significance was used given multiple comparisons, p = .012.3Scores are based on the 
Parenting Scale (PS) by Arnold et al. (1993), where low scores indicate good parenting and high scores indicate dysfunctional parenting; for Parents of Healthy 
Children (n = 145); Parents of chronically ill children (n = 116). An adjusted p-value for significance was used given multiple comparisons, p = .017. Clinical cut offs 
for over-reactivity: M = 3.0, SD = 1.0 and laxness: M = 2.8, SD = 1.0. 3aThe scores for both parent groups are above the clinical cut off. 3bThe scores for both parent 
groups are above the clinical cut off. 4Scores are based on a newly developed Parent Daily Hassles – Chronic Illness (PDH-CI) measure by Kish et al. (2018a), where 
higher scores indicate greater “Frequency” and “Hassles” of chronic illness specific parent care demands for Parents of Healthy Children (n = 43); Parents of 
chronically ill children (n = 80). An adjusted p-value for significance was used for multiple comparisons: p <. 012. 
 
Follow-up univariate ANOVAs revealed that parents of children with illness reported 
greater frequency of demands related to ‘medical and social support’ and ‘medical symptoms’ 
and greater hassles of demands, all F-values (1, 121) ≥ 26.77, p(s)  < .001. Furthermore, there 
were also statistically significant differences in parents’ perceptions of their child’s QoL based 
on whether the child had an illness or was healthy, F(4, 272) = 6.09, p < .001; Wilk's Λ = 0.918, 
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partial η2 = .08. Follow-up univariate ANOVAs revealed that parents of children with illness 
reported their child to have poorer physical, psych-social, emotional and school functioning, than 
parents with healthy developing children, all F-values (1, 275) ≥ 6.16, p(s) < .02. 
6.3.3 Additional analyses: effect of children, SES and work hours. Based on parent 
differences the influence of the number of children, SES and work hours on the outcomes and 
variables used in this study were all further investigated in post hoc manner. Table 6.4 below 
provides a summary of these significant interactions.  
Table 6.4. Summary of interaction effects of parent group by other variables of interest 
(Socioeconomic Status- SES, work hours, number of children and occupation) on the outcomes 
and variables in this study. 
 SES8 Work Hours9 Number of  
Children10 
Chronic Illness Demands1    
  Overall Frequency    
  Frequency – Medical and social support    
  Frequency – Medical symptoms  ü  
  Overall Hassles  ü  
General Parenting Demands2    
  Frequency     
  Hassles   ü  
Work-family conflict (WFC)3 ü   
Family-work conflict (FWC)3  ü  
Parenting4    
  Parent Laxness   ü 
  Parent Over-reactivity    
Parenting Stress5    
Parent Quality of Life (QoL)6    
  Physical Health ü ü  
  Psychological Health    
  Social Relationships    
  Environment    
Child Quality of Life (QoL)7 ü   
  Physical Functioning    
  Psychosocial Functioning ü   
  School Functioning    
  Social Functioning ü   
  Emotional Functioning    
1Parent Daily Hassles – Chronic Illness (PDH-CI) measure by Kish et al. (2018a), where higher scores indicate greater “Frequency” and “Hassles” of chronic illness 
specific parent care demands. 2Parent Daily Hassles Scale by Crnic and Greenberg (1990) where higher scores indicate greater “Frequency” and “Hassles” of general 
parenting demands 3 Work and Family Conflict Scale (WAFCS) by Haslam et al. (2014), where low scores indicating low levels of conflict and high scores indicating 
high levels of conflict.4Parenting Scale (PS) by Arnold et al. (1993), where low scores indicate good parenting and high scores indicate dysfunctional parenting.56 
WHOQoL-Bref (Bonomi et al., 2000), where higher scores indicate better Quality of Life (QoL). 7Scores are based on The PedsQL  Pediatric Quality of Life 
Inventory  by Varni et al. (2001) where higher scores reflect better child Quality of Life (QoL).8Socio-Economic status (SES) using the Index of Relative Socio-
economic Advantage and Disadvantage (IRSAD) deciles categorised into 3 groups: Lower Average Socio-Economic Index, Mid Average Socio-Economic Index, 
Higher Average Socio-Economic Index . 90-15 hours, 16-37 hours, 38 hours or more; either casual, part-time and full-time work.  10 1 child, 2 children, 3 or more 
children.  
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As these were not the focus of this research only a brief summary is provided here, with 
focus on showing where significant interactions appeared, as revealed by the ANOVAs 
conducted. Table 6.4 below provides a summary of these significant interactions.  
All significant interaction effects were followed up with simple effects analyses (Field, 
2018). For all of the factors discussed, the means and standard deviations relating to these 
analyses are provide in Table G.2 of Appendix G. For SES and work hours, detailed results are 
provided in Appendix G.3. 
A significant interaction effect for number of children was only found for parent laxness 
scores, F(2,255) = 3.49, p = .032. For parents of two children, those of a chronically ill child 
reported greater laxness than did parents of healthy children. No other differences were found. 
 Significant interactions were found for SES and total child QoL, psychosocial and social 
functioning, physical health and work and family conflict, all F(s) ≥ 2.99 , p(s) <.05. These 
effects are illustrated in Figure 6.1.  
 
 
 
Figure 6.1. Mean child Quality of Life (QoL) and parent work to family conflict (WFC) scores 
reported by parents of chronically ill children and parents of healthy developing children for 
Low, Mid and High socioeconomic (SES). Error bars denote one standard error. 
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For work hours, significant interactions were found for parent physical health, parent 
social relationships, hassles of demands (CI and general) and family-work conflict (FWC), all 
F(s) ≥ 3.01, p(s) <.05. These effects are illustrated below in Figure 6.2. 
 
Figure 6.2. Mean overall parent hassles chronic illness (CI) and general and family-work 
conflict (FWC) reported by parents of chronically ill children and parents of healthy children 
working 0-15, 16-37 and ≥38 hours. Error bars denote one standard error around the mean. 
6.4 Discussion 
The aim of this study was to compare two distinct groups of working parents (of which 
the majority where mothers) – of with a child with a chronic illness (T1D, asthma or eczema), 
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and those with a healthy child on several variables (work and family conflict, demands) and 
outcomes (parenting behaviours, parenting stress, QoL), and a key child outcome, QoL. In 
support of the first hypothesis, significant differences were found in parent/mother demands - 
both relating to general parenting tasks (e.g., dealing with kids’ schedules) and those related to 
the child’s illness (e.g., administering treatment/medication). Those with chronically ill children, 
showed significantly higher levels of demands than those of healthy developing children. 
However, parent work hours impacted these demands. Specifically, parents of CI children 
reported greater demands when working less hours, compared to parents of healthy children 
working the same hours. Generally, most adults change the course of their work life in order to 
provide care for family members (Pew Research Center, 2013), with needing to ‘care for 
children’ as a reason for the need to be working fewer hours (ABS, 2009a).   
Contrary to the second and third hypothesis, no significant differences between the two 
parent groups were found in parents’/mothers’ FWC/WFC, QoL aspects, dysfunctional parenting 
or parenting stress. That is, those of children with CI do not differ, significantly, in their 
experience of all aspects (FWC/WFC, parent QoL, dysfunctional parenting or parenting stress) to 
parents of children without these illnesses. For these, socioeconomic status (SES); work hours 
and number of children were shown to impact effects. 
For WFC and SES, while it is not exactly clear as to what might be occurring, there are 
two possible scenarios. Firstly, perhaps actual differences might in fact not exist or ceiling 
effects might be present. That is - having any child negatively impacts FWC and that a child with 
a CI is not a risk factor for high FWC.  It may be that parents/mothers simply adapt to the 
additional demands of having a child with a CI or that other things are sacrificed in order to 
ensure the child’s need are met. The second is that if, in fact differences exist but were not 
captured due to measurement, for a low income parent with a CI child their WFC may be less 
influenced given the informal support or generosity of co-workers, helping alleviate work and 
family conflict (Griggs, Casper, & Eby, 2013). For QoL and SES, lower family income has been 
associated with poorer physical and psychological health in caregivers of children with a CI 
(Raina et al., 2005), as seen here for physical health.  
For FWC and work hours, differences based on work hours, as related to parents/mothers 
of CI children, might be accounted for by a need to be working fewer hours, given a greater need 
to be in the family role. This supports research showing that the number of hours spent on 
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housework relates to increased family-work conflict (Parasuraman & Simmers, 2001). Both of 
these effects would require further investigation. Furthermore, past research has shown that 
longer work hours are associated with poorer parent wellbeing (van der Hulst, 2003). Here, this 
is illustrated for parents/mothers with healthy developing children, but not CI parents/mothers. 
Although working less hours have been associated with beneficial health effects, research on 
QoL outcomes is inconsistent, showing negative outcomes, positive outcomes and or no effects 
(Barnett, 1998). For parents/mothers of CI children, providing care can be a demanding task, 
making it incompatible with a full-time job. However, lower hour jobs tend to be less flexible, 
which together with unpredictable or intense care, can mean greater mental health problems 
(Colombo, Llena-Nozal, Mercier, & Tjadens, 2011).  
Finally, for parenting, the number of children were found to have an effect such that 
parents/mothers with more children were more likely to use more undesirable parenting 
(Rodgers, 1998). Particularly, the difference between the two parent groups suggest that it is 
likely the presence of an ill child and having more children might result in parent laxness and use 
of more permissive parenting practices, given the less time to attend to all children.  
Differences in child QoL outcomes, including overall child QoL, and across physical, 
psychosocial, emotional, and school functioning, however were found. Parents/mothers with CI 
children reported their child to experience significantly lower levels. These differences are in line 
with the predictions made here and with past research (Payot & Barrington, 2011). However, 
children with chronic diseases from lower SES experience reduced QoL, when compared to their 
wealthier counterparts (Grossman, 2000, 2007) - results mirrored in this study. It may be that low 
SES means more financial constraints, preventing parents/mothers from affording better material 
health inputs – likely to impact child health (e.g., QoL) and parent decisions around how to use 
afforded health inputs (Case & Paxson, 2002).  
While these differences in child QoL were evident, whether differences exist or not is an 
open question for investigation given the results of potentially other variables of influence. 
Additionally, whether children are impacted due to parent/mother experiences, as associations 
were found in this study (e.g., FWC, dysfunctional parenting, parenting stress and illness specific 
demands with child QoL) is also open to future investigation. Analyses such as regressions or 
testing of a model of associations would be appropriate. In this study, while the necessary 
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variables were measured, these analyses were not possible to conduct given the small sample 
sizes. This would be an appropriate next step for future research.    
6.4.1 Strengths and Limitations. This study is the first to measure levels of work and 
family conflict in parents/mothers of children with CI, and specifically in samples of working 
Australian parents/mothers of children with T1D, asthma and eczema or to compare with healthy 
controls. Study strengths include a moderate sized sample, range of illnesses represented and the 
use of psychometrically sound measures. However, this study does come with a set of 
limitations, which would need to be addressed by future research. Other factors, both measured 
and not measured in this study, warrant further research focus. These may provide a more 
complete insight into group differences. For example, more in-depth investigation into the 
specific impacts of SES and work hours and how these may either mediate or moderate 
relationships is necessary. This sample was self-selected, and it is possible that parents/mothers 
in more flexible work, managing better, having more time or with better support might have been 
likely to participate in this study, therefore limiting generality. Coping with their child’s illness 
and the flexibility of a parent’s/mother’s work (e.g., reasonable working hours, time-off and 
availability for leave) may diminish the impact of roles and meaning less parent/mother stress 
(Faulkner, 1996; Whittemore, Jaser, Chao, Jang, & Grey, 2012).  
The use of the new PDH-CI scale, given the discussion of its weaknesses in Chapter 5 
could prove a limitation of this study. There is a need to address the measure’s overall construct 
validity, to make sure an appropriate sample of items represent the full construct of hassles for 
parents of children with illness. One suggestion for future research would be to run focus groups 
with parents or mothers caring for children with CI to confirm the measure’s construct and 
support its validity further, while also running a CVI (as discussed in Chapter 5), which would 
also include an updated measure with some reworked items. It should also be noted here that 
mothers made up the majority of the sample, with fathers only making up a small percentage. 
Fathers’ perspectives are therefore not represented in this research, with only mothers’ 
perspectives illustrated. This makes it difficult to generalize and conclude that these findings 
apply to all parents. 
Finally, for parents/mothers of CI children, their child’s illness severity or duration, could 
also have pre-determined a number of aspects including: the level of demands faced, work they 
can take on even their ability to participate in this study. The associations shown, here, between 
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severity of the child’s illness and aspects of demands and aspects of the child’s QoL, suggest the 
potential for this occurring. Noteworthy, is that this impact requires further investigation using 
more complex analyses such as regressions or testing of a model of association; not possible here 
given the small sample sizes of the parents.  
6.4.2 Implications for theory, research and practice. Theoretically, firstly is the 
importance of meeting care needs, which play a role in determining a child’s functioning. In this 
study, the two significant differences found between parent groups related to the parent/mother 
demands of care and child QoL. Also seen were significant relationships between parent/mother 
demands and aspects of child QoL. These results suggest that it is key for parents/mothers to 
address and meet care of their child’s illness, especially as it can influence a child’s QoL. 
Secondly, is the theory around the two interdependent microsystems (work, family), the 
connection between the two, the additive nature (e.g., work impacts added to the impacts of the 
family and vice versa) and association to parent health. This is very much in line with the idea 
that both are semi-open systems, with permeable boundaries of time, schedule, location, and 
tasks that are loose (Westman & Piotrkowski, 1999), meaning that behaviours, stressors, and 
psychological aspects of each pass to the other (Desrochers & Sargent, 2004). Additionally, an 
individual’s health exists within interconnected systems (work and family microsystems), where 
the association between these are positive (e.g., work and family gains) or negative (e.g. WFC). 
While no differences in WFC or parent/mother health were seen, there were relationships 
between FWC/WFC with aspects of parent/mother QoL, in turn parenting, and further aspects of 
child QoL. The negative experiences (e.g., pre-existing stress, overwhelm) of parents possibly 
increases parent role withdrawal, more inappropriate child behaviours (Williford et al., 2007) 
and an impact on the child’s illness (Gustafsson, Kjellman, et al., 2002).  
This study addressed the gap in research focusing on working parents of children with 
T1D, asthma and eczema as the specific most common illnesses. It is also among the first to 
compare these parents with those of healthy developing children in terms of the variables and 
outcomes outlined. Practically, this study shows that parents/mothers of CI children are dealing 
with extra ‘demands’, especially those in relation to the child’s illness. These demands are 
important, as they differ significantly between parent groups and relate to child QoL. Another 
aspect is the importance of considering a parent’s ‘broader’ living context. The impact of other 
factors (e.g. SES, work hours) on demands and several parent/child variables or outcomes point 
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to the potential for the impact not only being strictly related to just faced ‘demands’. 
Consequently, any avenue, aiming to help these parents/mothers should address their specific 
needs and the broader living context.  
6.5 Future directions and conclusions 
The findings from this study suggest that parents, or more specifically mothers of CI 
children experience significantly greater demands, yet show similar levels of FWC/FWC, QoL, 
parenting behaviours and stress to parents or mothers of healthy developing children. Positively, 
these results show that despite having to deal with extra demands, those of CI children are 
managing well, despite their children being impacted. Although, it might be because they are 
sacrificing other things to cope. Another aspect is that, especially given the high levels of WFC 
in both groups of parents, both could benefit from support. As no differences were found, it is 
possible that different types of interventions are not needed, although future research could 
explore this further in the context of working parents and child CI (Morawska, Calam, & Fraser, 
2015).  
However, it is still important to consider the results in context of the effect of the other 
variables of influence which played a role in determining these findings. The significant 
associations of parent variables with child QoL suggest that children could still be impacted. 
Future research should focus on investigation of these factors and further clarify the associations 
between factors and outcomes in the two groups. Testing the importance of factors in predicting 
parent and child QoL, or complex models of associations for both groups would be appropriate. 
This future research, together with the present findings, will help better understand the 
experiences of these parents.  
 
 
 
 
 
 
 
 
 
 92 
Chapter 7: General discussion and conclusions  
This chapter summarises and reviews the findings of the entire body of work with special 
focus on the three empirical studies. For each study, the main findings are outlined, with a short 
discussion of how each informed the subsequent studies, and how each fits within the broader 
research and literature. Discussion is also provided on the knowledge gained, overall, from this 
body of research, as a whole, in both the context of the broader literature and implications. Key 
implications for theory and research will be discussed, along with implications for families and 
health professionals, focusing on advocacy for needed policy. Both strengths and limitations of 
this research are also outlined, with the latter limitations offering some evidence for alternate 
explanations for the findings and providing avenues for future research.  
7.1 Discussion of individual study findings 
Parent involvement and adherence to management and care of a child with T1D, asthma or 
eczema is key to ensuring a child’s wellbeing and functioning. As noted, care responsibilities of 
these illnesses can be time consuming and resource demanding for parents. Together with the 
need to ‘parent’ and ‘work’, these competing demands can impact parents through a potential 
conflict between wanting to meet all roles leading to stress and an impact on wellbeing. The 
overall aim of this thesis was to focus on these parents and investigate whether there is a 
‘conflict’ through needing to balance the demands of parenting, caring, and working, and to 
explore any impact on parents, especially in terms of their QoL. To address this aim, three aims 
corresponded to the empirical research conducted. Below, each are individually outlined and 
discussed. 
Aim 1: Describe the work and family life experiences of mothers with children living with 
T1D, asthma and eczema, and evaluate these to those of mothers with healthy children and 
those of children with diverse chronic conditions.  
The thematic analysis reported in Chapter 4 revealed four key themes. The first centred 
around parent (mothers) impact and included impacts on work (e.g., saying no to work 
opportunities, reduced work hours) and family (e.g., not available to be around at home). This 
supported previous research with the ‘general’ parent/mothers population (Haslam et al., 2015). 
The impacts on mothers stretched to their wellbeing and included experiences of stress and 
feelings of guilt (for not being there for the family/child, for not doing their job). Social life was 
also impacted (e.g., saying ‘no’ to social commitments). More specific to the mothers in this 
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study were the impacts of the never-ending, unpredictable illness management on their work life 
(e.g., taking time off to meet illness care) but also the impact of work on care of their child’s 
illness (e.g., not being available to care). Mothers also described their days to be ‘busier’, 
‘tougher’ and more ‘rushed’ – given their multiple responsibilities. Their child’s illness was 
described as an added burden, leading to greater worry and anxiety.  
The second theme was specific to child impact, particularly their wellbeing and the 
impact of mothers working. Similar to past research, the mothers felt that working meant their 
child wanted them around more, with many revealing they felt needed for emotional support. 
Working meant their child’s health was impacted. The theme of support (from employers, 
family, other parents) and having flexibility and understanding was also present and helped to 
alleviate the challenges they faced in meeting work and care responsibilities. The final theme 
revealed a perceived impact on others including workplaces and employers and the broader 
family. Mothers revealed that a need to take time off work (due to child illness) meant employers 
had to make alternative arrangements and find replacements. Families, particularly, other 
children (often forgotten), partners (needing to take on more) and grandparents were amongst 
those identified by mothers to be impacted.  
This first study was important as it provided a rich picture of the experiences that are 
specific to mothers with a child with a chronic illness. While it was clear that these mothers 
faced the common challenges of all mothers or parents (e.g., restrictions to work, time spent with 
children), the presence of their child’s illness ‘added’ to those challenges. Research was needed 
to specifically focus on investigating these ‘added’ or ‘extra’ carer roles, the associated tasks, 
responsibilities and demands. Secondly, it was evident that there were differences in the 
experiences of mothers with chronically ill children to those of other parents/mothers, 
particularly when mothers discussed their work, their time and their personal, daily lives, and the 
care they needed to provide for their ill child. However, as this was a qualitative study, it did not 
objectively measure experiences of mothers. The subsequent two studies built on this work by 
developing a measure of demands and comparing the experiences of parents (mostly mothers) of 
chronically ill children and healthy controls to identify similarities and differences.  
Aim 2: To develop a measure quantifying the chronic illness specific care “demands” faced 
by parents (particularly mothers) of children with the three illnesses of focus. 
The goal of Study 2 (N = 80) then was to quantify these added “demands” faced by 
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parents/mothers of a child with a chronic illness. The focus was on item development and 
examination of the psychometric properties of this new measure. Such a measure would be 
useful in further understanding the demands (both level and type) and guiding interventions. The 
Parent Daily Hassles – Chronic Illness or PDH-CI was developed to meet this need. It 
specifically addressed two “demand” factors – frequency (“medical and social support” and 
“medical symptoms”) and the hassles. It was shown that the PDH-CI was a reliable instrument 
(internally consistent) and had good construct, concurrent and convergent validity, providing 
preliminary evidence for its strong psychometric properties. It was also shown that PDH-CI was 
related to family-to-work conflict (FWC) and parenting stress (greater hassles were associated 
with greater stress and FWC). Both “Frequency” and “Hassles” were associated with overall 
child QoL (and specifically physical, psychosocial, emotional, social and school functioning). 
This new measure would be useful in future research (e.g., model testing), and could also 
be helpful to practitioners – allowing them to simply measure demands, instead of asking 
parents. Particularly, it is the demands that these parents are faced with (e.g., greater care 
demands) that, when combined with other responsibilities have a detrimental impact on the time 
they can invest in family or work roles (e.g., findings of Chapter 4) and also their wellbeing 
(Chapter 4 and Chapter 6). This measure would perhaps help with further development of 
interventions discussed later in this chapter (e.g., what to focus on in terms of ways to 
help/support parents).  
As highlighted in Chapter 5, these findings support earlier research indicating that daily 
hassles impact the development of psychological problems for children (Compas et al., 1989; 
Creasey & Reese, 1996), while for parents/mothers, the child’s illness can create more family 
stress (Gustafsson et al., 1994). As such, the next step was to use this developed measure to 
investigate parent/mother and child experiences. It is noted here that the PDH-CI is a work in 
progress, and as discussed above requires revision. The possible approaches and ways to 
achieved this have been discussed at length in both Chapter 5 and 6. Particularly, it would be 
appropriate to further investigate aspects such as test-retest reliability or change sensitivity (e.g., 
to interventions or lifestyle changes).  
Aim 3: To measure parent (mostly mothers) demands; FWC/FWC and outcomes (e.g., 
QoL, parenting, parenting stress) for these mothers, and a key child outcome (child QoL), 
when parents/mothers work and care for their child with illness; while investigating 
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associations between these and evaluating levels and associations to a group of parents 
(mostly mothers) of healthy developing children. 
The PDH-CI, in the version discussed in Chapter 5, was then included in Study 3 (N = 
277 parents: n =126 chronic illness; n = 151 healthy) to assess the extent to which parents 
(mostly mothers) experience specific demands and the degree to which these differ between 
parents/mothers with a child with a chronic illness and those with a healthy child. Furthermore, it 
was also important to further investigate the associations of these demands with two key 
outcomes (parent/mother and child QoL). There were differences between the two groups in 
terms of the extent of demands (both general and child illness specific) experienced, and the 
child’s QoL (physical, psychosocial, social, and school functioning). There were, however, no 
significant differences in parent/mother work-family conflict (either in WFC or FWC), parenting 
practices or parenting stress or wellbeing.  
In further investigating these results, it should be noted that a number of demographic 
factors (SES, parent/mother work hours) also played a role in parent/mother demands and QoL 
and child QoL. For example, lower compared to higher SES was related to reduced child QoL 
and parent QoL and work-family conflict; with effects also seen for work hours on parent 
QoL/wellbeing. This would need to be further investigated. Further investigation is needed in 
determining the extent to which these factors play a role in determining a child’s QoL, how it 
impacts parents (or mothers) – and particularly how children might be impacted by 
parent/mother experiences.  
7.2 Overall findings 
The studies here, taken together, show that parents (particularly mothers) of CI children 
appear to experience greater demands – both in relation to their general caregiving/parenting and 
that of care for their child’s illness but do not differ in other ways, particularly related to possible 
negative impact of these demands, from parents/mothers of healthy children. This is clearly seen 
across both Study 1 and 3, where both qualitatively and quantitatively it is illustrated parents (or 
mothers) report these demands to be part of their daily lives and perhaps different, when 
compared to other parents (or mothers). Quantitatively, differences were illustrated in Study 3 – 
showing parents (most mothers) of CI children experience greater levels of demands. However, 
despite the differences in demands, the research here does not illustrate any differences in other 
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aspects on parent/mother experiences – such as WFC/FWC, parenting aspects or QoL. Children, 
however, were seen to differ in their QoL, where those with CI showed poorer QoL.  
The findings illustrate that despite these additional demands parents/mothers do not 
report higher levels of work and family conflict or QoL, their children differ in terms of QoL . 
However, it should be noted that only parent/mother reported QoL was used here. As it is an 
important aspect, if practically possible, future research should also aim to assess QoL from a 
child’s perspective. As parent/mother differences were not significant between parents/mothers 
of healthy children and those with a CI, in terms of levels of WFC/FWC, QoL, it is most likely 
that the differences in child QoL are strictly associated to the impact of the child’s illness. 
However, it may also be that parents/mothers with additional demands are better at accessing 
additional support which mitigate the impact of these demands. If this is the case it speaks to 
good coping skills in parents/mothers who are most likely managing the additional demands as a 
result of the assistance provided to them. Further research into the available support, and how 
this helps them to cope with the additional demands is needed. Conversely it may be that neither 
group is coping very well and that parents/mothers of chronically ill children are not further 
disadvantaged. This is plausible given that conflict between roles, as discussed in Chapter 6 is 
high for both groups. If this is the case it may indicate that both groups may benefit from 
targeted support. These potential implications for intervention development are discussed later in 
this chapter.  
7.3. Implications of this research 
7.3.1 For theory and research. This research can be said to mirror aspects of Ecological 
Systems Theory (EST) – which suggests the presence of established microsystems (work and 
family, the latter including the ‘carer’ role) making up the broader ‘work-family mesosystem’- 
that of work and family, with the latter including the ‘carer’ role or ‘health’ carer role. Through 
the interviews conducted and reported in Chapter 4, these microsystems exist: they are open and 
permeable; they each have their own boundaries of time, schedule, location, and tasks. For 
example, using the ‘competing demands’ theory, multiple role responsibilities (caregiver of their 
ill child, parent, husband/wife/partner, friend or worker) create sometimes competing demands 
and as such a challenge for a parent’s/mother’s time and energy. Certainly, as illustrated in the 
interviews with mothers, there are multiple types of demands associated with the numerous 
responsibilities they face. However, much similar to the idea of ‘competing demands’, the 
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mothers have only limited personal resources with role obligations being overly demanding, and 
likely in conflict.  
The connections between the work and family microsystems or roles characterized as 
either positive (e.g., work-family gains) or negative (e.g. FWC or WFC) were illustrated. Such 
positive aspects arose in the interviews with mothers (e.g., being more patient, understanding or 
instances where work helped care, or vice versa). The negative (e.g. work-family conflict or 
WFC) side was the focus of both Study 1 and 3. In the first study, this appears at length with 
mothers discussing this in great detail. Both the impact on parents/mothers and children arose as 
main themes. Similarly, the second and third studies measure WFC/FWC – with focus on 
outcomes relevant to parents/mothers such as psychological health (Montgomery et al., 2006) 
and parenting (Costigan et al., 2003). Inter-role conflict, an aspect discussed at length in Chapter 
3, was evident for parents (mostly mothers) of children with illness – especially those with the 
illnesses of interest here. Working long or extra hours did lead to fewer hours spent with children 
– needing to meet work demands means not being able to be there for their child (e.g., not being 
able to be caring for their child in an emergency or when needing help or when in hospital). In 
contrast, having an ill family member or needing to tend to all illness-related tasks such as 
attending medical/ healthcare appointments can limit the time spent at work (Karatepe, 2010; 
Karatepe & Bekteshi, 2008) – another inter-role conflict (FWC).  
In terms of the health implications of WFC and the outcomes of well-being - mental, 
physical and even examples of burnout and fatigue arose across the interviews (see Results of 
Chapter 4). Parenting, as well, was a main aspect mothers referred to, with work and the stress 
and feelings of being overwhelmed by their responsibilities, especially work responsibilities, 
sometimes meant withdrawing from both family roles (e.g., example of parenting impact). This 
set of studies provides preliminary research and particularly a starting point of a potential model 
of associations potentially explain the experiences of parents/mothers. An example of this is 
provided below.  
It should be noted that this model focuses on the negative aspects of experiences, which 
include stress, conflict, demands, hassles. This decision is deliberate as the goal is to identify the 
impact of stress and conflict on parent and child quality of life with a view to reducing the 
negative impact of challenges. However it is important to state here that not all parents report 
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negative experiences at all times. This has been illustrated in the interviews, such that there are 
disconfirming cases where parents report more positive experiences. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Figure 7.1. A proposed model of associations between parent and child variables and outcomes. 
This is much in line with the variation discussed in Chapter 1 (pg. 4-5), suggesting that some 
parents report good and others poor family functioning and suggests that most families manage a 
child’s chronic condition with minimal negative impact. As parents face both challenges 
(negative experiences) and also positive experiences (gains of their circumstances – work/family 
gains, support, understanding, time to themselves for wellbeing), these aspects together are those 
that play a large role in influencing parent and child outcomes. As such, it is necessary to 
emphasise that also investigating positive aspects and experiences in these parents is also an 
important avenue for future research.  For example, the presence of positive experiences may 
mitigate the negative influence of challenges such as work-family conflict.  The findings in this 
thesis are limited to the impact of variables with a hypothesized negative focus and the 
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identification of the potential mediating or moderating effects of positive or strength-based 
variables, or indeed their direct impact on QoL cannot be assessed. This was beyond the scope of 
the current study, but future research should examine this by including both sets of variables.  
7.3.2 For interventions and programs. As discussed in Chapter 6, the literature on 
parenting interventions in parents of chronically ill children proposes that child illness care may 
need to be incorporated in general parenting interventions offered. Given the findings here on the 
added care demands of parents (albeit mostly mothers) with children who have illness, these 
demands are clearly illustrated. As it is recommended by Morawska et al. (2015) parenting 
interventions for parents of chronically ill children, should be tailored to include the illness. This 
includes psychoeducation focusing on the illness, its causes and good illness management, 
incorporating strategies for effective illness management into good, daily treatment routines that 
make medical adherence more likely and strategies that help parents to prevent and manage their 
child’s anxiety and behavioural problems. Whether this might be necessary or whether other 
interventions or programs that are designed for the general parent population may be sufficient 
for these parents is open to investigation. It would also be worth to consider, given that chronic 
conditions have an impact on the entire family as a whole, whether parenting interventions using 
a family framework might be better suited to this group of parents. Investigation of the Family 
Management Style Framework (FMSF) perhaps, as detailed in Chapter 3, as it might apply to 
this groups of parents would be a warranted step for future research. 
As findings of this thesis point to no differences in parent/mother work and family 
conflict experiences, and research in the past has illustrated that most parents report challenges 
balancing work and life (Sanders, Haslam, Calam, Southwell, & Stallman, 2011) it may be 
sufficient for intervention or support to be as for all parents. This might include from employers. 
Flexible work arrangements, for example would mean use of time more effectively (Hill, Ferris, 
& Martinson, 2003), employer support and understanding of family life and family-related 
problems, would help reduce stress (Lapierre & Allen, 2006). A supportive work environment 
would mean more emotional resources, such as understanding, advice, and recognition (van 
Daalen, Willemsen, & Sanders, 2006) and less worry for employees (Thompson, Beauvais, & 
Lyness, 1999). In all of these cases parents/mothers, and especially those of children with illness 
would particularly benefit, given their greater family demands and responsibilities.  
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In addition, support could also focus on applying an already established intervention - 
such as the Workplace Triple P or WPTP to help reduce stress and improve work–family 
conflict (Haslam, Sanders, & Sofronoff, 2013). This program includes teaching parents 
strategies that encourage desirable behaviour and self-regulation in children, while decreasing 
problem behaviour; help with everyday tasks (e.g., morning routines), managing high-risk 
transition times when competing demands are present (e.g. transitioning to and from work) or 
for parents to leave work at work and home at home to minimise functioning in the one domain 
affecting the other. It also focuses on teaching parents techniques for stress prevention and 
management (e.g., stress inoculation strategies, diet and exercise tips). In doing so, it means 
that parents with skills are better suited to predict and manage problems and stress – being 
more in control, especially when juggling family and work demands (Haslam et al., 2013). 
This would relate to the group of focus here, who are juggling both of these roles, and care 
demands. Some researchers have argued parents of chronically ill children need specifically 
tailored interventions (Morawska et al., 2015). This research suggests that potentially both 
parents (although here mothers) of chronically ill and of healthy children may benefit similarly 
for existing interventions, if the focus is on work life balance issues. However, if the 
interventions focus on reducing family stressors or parenting demands, perhaps tailored 
approaches may be more useful.   
7.3.3 For families – parents and children. For parents, particularly mothers the theme 
that carried through all three studies was ‘demands’. This was both in terms of ‘general’ and 
‘care’ specific demands – with these found to be significantly greater for parents/mothers of ill 
children than for those of healthy children. In focusing on these, this thesis specifically described 
these as parents/mothers see them (Study 1); measuring them (Study 2) and showing associations 
with both parent and child QoL (Study 3).  This suggests that demands are an aspect that: 1) 
include those relating to the child’s illness, usually on a daily basis, much in contrast to the types 
of demands of most other parents (e.g., as illustrated in the examples provided in the interviews) 
and 2) when measured, are greater for parents/mothers of a chronically ill child compared to 
those of children without illness.  
In developing the PDH-CI and utilising it in Study 3, this research has been able to show 
that “demands” were the key difference found between parent groups and the common aspect 
across all three studies. This research has shown that parents/mothers of chronically ill children 
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are experiencing greater demands in terms of their ‘caregiving’ – both as measured and as 
described. In focusing on these and included as an addition to the typical demands most parents 
face, they are viewed as ‘extra’ demands. The findings of Study 3 show that the demands relate 
to QoL (particularly child QoL), parenting, and parenting stress. Although the parent (consisting 
of mostly mothers) groups did not differ in the latter aspects, the associations revealed in Study 3 
do highlight that competing demands are related to child aspects, QoL, as well as parent 
variables of FWC and stress – a findings that is relevant for all families.  
 Balancing multiple roles is challenging, and time consuming, requiring much effort on 
the part of all parents. However, as the focus was to explore and broadly measure experiences 
and impacts, and not to test any model of associations, it cannot be concluded that having to care 
for an ill child, at least with T1D, asthma and eczema, adds to the impact on parents. That is, it 
does not seem to have an impact on either WFC or FWC of parents/mothers. The same can be 
concluded in terms of parent/mother QoL, parenting and parenting stress. In light of this, it is 
noteworthy to point out that this conclusion should be taken with caution due to a lack of clinical 
cut-offs available for the measures used. Given these are not available, it is not possible to 
determine if parents/mothers in both groups were above or below a clinical level or cut-off. 
Furthermore, it makes it difficult to also conclude whether these outcomes require addressing.  
Further investigation on whether this is the case for this group of parents would be required, 
however, this may be challenging given the limitations of the measures.  
For children, particularly those who are ill and suffering from one of the three illnesses of 
interest here, two main conclusions can be provided. The first is that the child’s QoL is impacted 
by parent/mother care demands (illness and general), FWC, parenting and parenting stress. 
Secondly, it can only be concluded that they are impacted differently to their healthy 
counterparts however, whether this is due to the challenges parents/mothers face in balancing 
work and family roles remain to be determined. While these associations arose in Study 3, it was 
not possible to test the predictive extent of variables of child QoL due to the sample size in Study 
3 and challenges in recruitment. It should be pointed out that future research is needed into this 
aspect to further to investigate if this is the case. Perhaps a future study could aim to investigate 
whether child QoL is impacted by parent/mother care demands, through surveying children 
longitudinally (using survey youth-future studies). Nevertheless, it is suggested that 
parent/mother demands relate to child QoL and that children are impacted by the extent to which 
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parents/mothers experiences demands – particularly when it comes to the additive work, care and 
family demands. This is especially when parents or mothers are faced with the intensive care of 
their child, but that working is also necessary in order to meet the costs of care and treatment of 
their child’s illness.  
7.3.4 For government, workplaces, health professionals: assistance for carers. As 
mentioned by mothers in the interviews (Chapter 4) and the potential for this factor to have 
influenced the findings of Study 3, a key recommendation of this research is the importance of 
the continuation of implementation of policies and services that promote and give assistance and 
support to parents (whether mothers or families). These include, but are not limited to, family 
friendly workplaces, personal support services from health professionals, governments, support 
groups or schools, that help lessen the burden of care (and more specifically, here, help 
parents/mothers with effectively dealing with the care demands related to their child’s illness and 
provide continued financial support). 
7.3.4.1 Family friendly workplaces. Family friendly arrangements for parents within a 
workplace are offered to all parents, carers or not, in order to help them to balance roles. The 
findings here, however, call for a discussion that it would be beneficial for workplaces to, where 
possible, offer and implement work and family best practice policies. The Fair Work 
Ombudsman of the Australian Government provides a best practice guide for ways that both 
employers and employees can either implement (employers and workplaces) or be entitled to 
(employees) family friendly arrangements. Entitlements under the Fair Work Act (2009) suggest 
that an employer must provide certain standards to employees in order for individuals (especially 
parents, carers) to achieve better work and family balance.  
The National Employment Standards (NES) provide a set of minimum entitlements for 
any person who classifies as a national system employee. Although, access to such entitlements 
is dependent on the type of work (e.g., casually, full-time or part-time work); working 
individuals are entitled to specific working week hours (e.g., 38 hours for full-time employees), 4 
week annual leave (pro-rata for part-time), personal/carer’s days (10 days per year; pro-rata for 
part-time employees), unpaid parental leave, community service leave, public holidays and 
importantly the right to request for flexible working arrangements (Fair Work Ombudsman, 
2018). The latter is especially applicable to individuals who are: 1) a parent and 2) have 
responsibility for the care, both for a child of school age or younger. Under legislation “a carer is 
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an individual who provides personal care, support and assistance to another individual who needs 
it because that other individual: (a) has a disability; or (b) has a medical condition (including a 
terminal or chronic illness); or (c) has a mental illness; or (d)  is frail and aged” (Carer 
Recognition Act, 2010, p. 3). As per the Fair Work legislation, such individuals are entitled to 
flexible arrangements that might include changes to hours of work, patterns of work or locations 
of work. One key issue is, however, that some of the entitlements outlined are not available to 
casual employees, and typically most entitlements are pro-rata (based on hours worked). This 
likely therefore impacts parents, and mothers particularly who are carers that still need to be 
working but are only able to do so on a part-time or casual basis. 
7.3.4.2 Support for care of child’s illness. Providing ways for prevention and 
preparation, so parents, or mothers are either able to deal with or that lessen the demands that 
come with illness care would also be another approach. A number of sources would be able to 
provide this help and support. These might include: healthcare professionals – including GPs, 
specialists and even school specific health advisors, children's community nurses and so forth. 
GPs and specialists play a critical role in helping and supporting parents/mothers in coping with 
their child, and particularly the long-term condition.  They are able to advise when and how to 
seek professional help (within and after hours). The ongoing management of the three illnesses 
of focus here, means regular monitoring and continued health education which aim to help 
prevent episodes of illness – which can be severe (Cootes, 2010). It is important that, for children 
who do not visit hospitals for review of their illness progression, those taking over responsibility 
such as parents (or mothers) are supported in how to care and manage their child’s illness and 
especially also given the encouragement and support to seek professional help, whether within 
primary care or hospital setting. In doing so, there is an opportunity for this to lead to more 
prevention of acute hospital attendance (and as such impact on child QoL) by supporting 
caregivers (parents, mothers) and putting greater focus on parent and child education. 
Another aspect of focus in Australia is the development of best practice guidelines 
for schools. Children who have asthma can be vulnerable when outside the care of their primary 
carer (e.g., mothers). As they spend many hours at school, exposure to triggers that provoke 
asthma symptoms can be unavoidable. The guidelines will ensure schools are safe environments 
with risks minimised for children (Asthma Australia, 2018). Further, it is now becoming practice 
to place trained staff and nurses in schools and child care centres to work with school staff to 
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educate and train in the use of treatment and medication, in order to effectively respond to (for 
example) diabetic emergencies and administer bronchodilators (American Academy of Pediatrics 
Council on School Health, Magalnick, & Mazyck, 2008) 
Another way to provide this support is through offering parents (or mothers) a chance to 
attend groups that provide a range of support and services. Usually these aim to offer support and 
education, a place where parents (or mothers) have access to community support, to share their 
experiences, stories, attend social events and activities either just for parents/mothers or 
involving their children and broader family members. Such examples include a range of T1D 
support groups around Australia (JDRF, 2017b). Asthma support for parents in Australia include 
National Asthma Council Australia. (2019) (providing high quality education and resources for 
those with asthma), Asthma Australia and state-based Asthma Foundations (for resources and 
services for patients and their carers), Lung Foundation Australia, Australasian Society of 
Clinical Immunology and Allergy (ASCIA: allergy and clinical immunology: resources for 
people with allergic diseases such as factsheets and online training) and NPS (National 
Prescribing Service), MedicineWise (e.g., health/treatment information on respiratory conditions 
and multiple resources for both individuals and families). For eczema, the Eczema Association 
of Australasia Inc supports and educates eczema sufferers and carers and the wider community 
on eczema and its impacts, in the aim of aiding everyone to manage the condition. Finally, 
Eczema SUPPORT Australia - Your Hands to Hold provides support to individuals and families 
impacted by Chronic Allergic Diseases and/or Chronic Skin conditions – particularly aiming to 
reduce social isolation, improve quality of life and overcome barriers as a result of any of these 
conditions (Australasian College of Dermatologists, 2019). 
7.3.4.3 Financial support for meeting costs. As discussed above, further implementation 
of policy, centred around support and services is important. Promoting and further 
implementation of affordable and accessible healthcare, particularly to help parents/families with 
costs of medication, technology and/or general treatment costs are necessary and should be 
considered as key aspects by governments and health departments. In being able to strike a 
balance, between care and work, parents/mothers would benefit from any policy that advocates 
for support in meeting costs related to their child’s illness – thereby allowing them to meet the 
demands of their child’s condition and care effectively for their child. 
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7.4 Strengths of this research 
Together, the studies included addressed several limitations of existing research. These 
have already been discussed in Chapter 2 and addressed in each respective discussion of the 
empirical research (Chapters 4 to 6). Particularly, this relates to the focus on a more specific 
group of parents - those with children who have T1D, asthma and eczema. This group of parents 
(here mostly mothers) has not been previously focused on. This was important, given the 
prevalence of these illnesses in children, especially in Australia and the greater likelihood of an 
impact on families. This has not be previously attempted and as such provides some preliminary 
evidence for what might be occurring for parents when having a child with any of these illnesses. 
This thesis also presents two studies, that aim of which centred around comparing 
experiences of parents (particularly mothers) with and without chronically ill children. First is 
Study 1, which focused on experiences of parents or mothers themselves. Findings here are 
based upon exploration of mother’s work-family conflict experiences and associated challenges, 
through interviews, allowing a greater and deeper understanding of how this conflict may 
manifest. There was also an opportunity for these to be evaluated in light of the experiences of 
parents/mothers without chronically ill children in past research. Second is Study 3 – which also 
investigated both work-family conflict and its impact on parents (mainly mothers) and children, 
through measuring and comparing levels, quantitatively. In addition, it used established and 
validated research measures to show whether parental levels of demands, work-family conflict, 
QoL and dysfunctional parenting, and child QoL differed in two groups of Australian working 
parents (particularly mothers). Furthermore, each utilized previously applied methods such as 
qualitative interviews to firstly explored experiences as used in previous and similar studies, 
scale development and psychometric evaluation to develop and validate a new scale and 
comparison of groups to test proposed hypotheses. 
The mixed method approach utilised here, of both qualitative and quantitative studies is a 
strength of this research. The use of these allowed for sequential investigation of parent 
experiences. Study 1 explored parent (or mothers’) experiences broadly, while further providing 
justification for more research. Studies 2 and 3, both quantitative studies, more specifically 
measure similar aspects and allowed group comparisons. Across all of the studies, a good 
representation of the three illnesses of focus were used, with sample sizes in each study being 
acceptable for the type of research conducted.  
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7.5 Limitations of this research  
Each of the previous chapters has discussed and described specific shortcomings and 
future directions as applicable to each of the included study findings. As such the aim of this 
discussion will be to briefly set out some common limitations across all studies. These will focus 
on the methodological approaches, characteristics of the samples and variable selection. 
7.5.1 Methodology. Cross-sectional studies, usually prevalence studies or surveys, 
provide a snapshot of the views of health and/or behaviour of a population at a specific point in 
time. Surveys provide useful information regarding these aspects for such a specific group. 
Essential for various reasons including: assessment of individual health needs and planning of 
the most suited health services, this information also provides evidence on the health status of a 
specific population (e.g., parents of chronically ill children) in a certain location (e.g., Australia) 
at one time-point. Furthermore, conducting a cross-sectional study first can also be used as a 
‘preliminary’ study that provides a ‘start’ or justification for further investigation (e.g., cohort 
follow-up to observe future new health outcomes).  
However, the cross-sectional design across all the present studies may still be a 
limitation. Concerns of the correct temporal relationships between ‘exposure’ and outcomes arise 
as participant data was only assessed and recorded at the one point in time. From this it is 
difficult, and not appropriate, to infer the temporal association between factors, with only 
associations, and not causation being inferred (Yu & Tse, 2012). For example, from the present 
research it is not possible to infer that a parent’s or mother’s experiences of conflict and their 
wellbeing precedes poor child QoL/wellbeing – making them risk factors for poorer child 
wellbeing. It can only be stated that child wellbeing is associated with conflict or parent/mother 
wellbeing, with the relationship also being bi-directional.  
The temporal problem also makes it difficult for aspects such as ‘duration’ or even 
‘severity’ of the child’s illness to be investigated. Given that the experiences are investigated at 
one point in time – investigation of whether parent experiences are different depending on the 
duration and/or severity of their child’s illness is not possible (e.g., parents caring for a child 
with illness for a shorter time may find it more difficult, given the novelty). One approach to 
address these limitations is to investigate similar processes and aspects with longitudinal research 
designs and assess parents across time. It should be noted that, cross-sectional studies are less 
time consuming and less constrictive (Mann, 2003). As such given the time restrictions and 
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financial constraints, applicable to this research, it was the most appropriate method to use here.  
7.5.2 Non-representative samples. Cross-sectional studies are susceptible to several 
sources of bias particularly in relation to this research - selection and information bias. Selection, 
especially self-selection of participants is the main concern at the centre of these biases. In the 
studies conducted here, parents/mothers self-selected to participate. This either meant filling out 
the survey (in the case of Studies 2 and 3) or to be interviewed (Study 1). It is possible that this 
may have, unintentionally, led to parents/mothers in flexible work, who are managing better and 
who have the time to participate. This may be because of available support, their extent of coping 
and effective role management.  
Obtaining a representative sample is key, however often not possible. Ideally, samples 
should be picked using simple random sampling, from list of all eligible participants. This is so 
as to give everyone an equal chance of being included. A sample of participants for research with 
specific and therefore reduced populations (e.g., parents with a chronically ill child) often rely on 
convenience, rather than random sampling. A limitation, therefore, of these samples may have 
been the lack of representativeness of the whole population, resulting in extensive selection bias.  
This also bring into discussion other factors – such as severity of child’s illness which 
might also play a role in determining a number of things. For example, severity of their child’s 
illness determines the type of work and occupation that the parent/mother can take on, in order to 
meet all of their responsibilities. This may have repercussions for perhaps the extent of conflict 
they experience, which may not be as extensive, given this pre-determined factor.  
In cross-sectional studies, information (measures of variables and outcomes) is 
commonly obtained at the one time-point (Mann, 2003). Using standardised, validated methods 
and objective measures can help alleviate information inaccuracies or biases. However, as self-
reporting is often the main approach used (through use of questionnaire or interviews), it is 
important that this information is carefully interpreted in terms of the conclusions drawn. 
Through anonymous questionnaires or interview approaches, participants may provide socially 
acceptable answers – especially when discussing behaviour and health (Lavrakas, 2008). In both 
Study 1 and 3, such approaches were used.  
When associations between various factors and health status are examined or compared 
across various subgroups, possible confounds by other factors known to be associated with the 
health outcome also need to be acknowledged. Otherwise, the relevance to real world may not be 
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valid. In Study 3, the over-representation of parents/mothers from a high socioeconomic status 
may present a selection bias – such that participants who consented to take part in the study may 
differ from those who did not participate. It is possible that those from a higher SES have more 
opportunities and the ability to access online services (including internet access, health 
services/groups) resulting in such parents more likely having access to this online research. This 
limitation applies to both the qualitative and quantitative research conducted here.  
The under-representation of fathers in this study may preclude generalizations to fathers. 
This is not an uncommon occurrence, as when it comes to parents of hospitalized children and of 
families in outpatient clinics, often (although not always) more mothers than fathers take on the 
responsibility of the child’s illness (Macfadyen, Swallow, Santacroce, & Lambert, 2011). This is 
very much in line with the extensive research in this area being with mothers, and not fathers 
(Goldstein, Akre, Belanger, & Suris, 2013). This includes a large number of the studies included 
here, both quantitative (Baydar et al., 2007; Gates & Akabas, 2012; Kuhlthau & Perrin, 2001) 
and qualitative (George et al., 2008a; George et al., 2008b; Vickers & Parris, 2005). 
Involving both parents is important in order to get an idea of the ‘general’ parent and 
family experiences. There are, however, a few challenges in terms of involving fathers in 
research. The first is that given time logistics, especially as most fathers work full-time jobs, 
their ability to be involved is limited. Greater time flexibility is needed for interviews. The 
second is that fathers are not explicitly targeted. Often, fathers, especially when the care of a 
child is commonly in the hands of mothers, may not see their views and opinions as being 
valued, assuming that the mothers’ opinions may be more relevant. It is important that, if father 
involvement is a key aspect for research, that the initial recruitment strategy highlights that 
fathers’ views are valued with reinforcement that their involvement is appreciated, making 
fathers more confident in volunteering (Macfadyen et al., 2011). Fathers might also play 
important, albeit difference roles in the care of their children. As such, it would be important, 
especially from a family perspective, and an ecological perspective that their experiences be 
included, even if they may not be the primary caregiver of their child with illness.  
7.5.3 Support and available services. Other aspects, such as the level of parent support 
(present and received) and the availability of services or assistance (e.g., financially) were not 
explored in the present research. This may include the presence of help for mothers from other 
extended family members and individuals, their workplace and employers, as well as services 
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and schemes. For example, in Australia financial assistance available to T1D families includes: 
the Insulin Pump Subsidy for insulin pumps for children < 18 years or access to a Health Care 
Card – for families of a child <16 years (under which prescription items and some medical 
services can be accessed or purchased at lower prices). Other types of assistance include the 
carers' allowance, a fortnightly payment given to families provided on an individual basis and a 
more recent introduction of an updated National Diabetes Services Scheme (NDSS) that helps 
with costs of diabetes supplies (e.g., syringes, test strips and needles). Included in this scheme is 
access to subsidised continuous glucose monitoring (CGM) products for young people < 21 
years meeting specific criteria (JDRF, 2017a). Furthermore, funding schemes especially that help 
with reducing costs for asthma families include $7.6 million in funds helping children and young 
people living with asthma and their families, providing services such as the 1800 ASTHMA 
Helpline offering free, confidential information and support telephone service to both health 
professionals and patients. Another is an Australia-wide COACH Program that delivers 
individual telephone coaching to improve asthma management to not only those with asthma, but 
also to the broader community0 offering information and support for better asthma management 
(Asthma Australia, 2018).  
Although support and services are potential factors that would influence and play a part 
in determining the experiences of outcomes for families, parents and children, the focus here was 
to broadly explore these in the context of parents/mothers working and caring for their child with 
illness. However, it cannot be ruled out that assistance plays a role in helping parents cope well. 
It may have been that if this is the case, those who filled out the survey or participated in the 
interviews were these parents, therefore alleviating the impact on families. This makes this an 
aspect that needs further investigation by future research. 
7.6 Broad importance of this research 
The overall findings, as discussed above, illustrate three studies that aimed to address the 
gaps of the current research on this topic. The main focus was on describing and quantifying 
WFC/FWC and its effects on parents (specifically mothers) and children when parents have the 
role of health carer for their child with T1D, asthma and eczema. Overall, the studies of this 
project show that the presence of a child’s illness can impact parents, workplaces, extended 
family and the child. This is particularly illustrated by the exploratory interviews which allowed 
for a broad investigation of daily life experiences of these parents. This study particularly 
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showed that the daily hassles/demands of care parents face are present and likely different from 
the general population. Such hassles/demands have not been previously measured or quantified, 
which was the reason behind the development of the new PDH-CI scale. Using this scale and 
based on the previous findings of the interviews with parents, it was appropriate that the next 
step was to compare these parents to those of healthy developing children, in order to investigate 
if these added care demands impact parents differently and contribute to more negative 
experiences (Chapter 6). Although, quantitatively, no extensive differences in parent outcomes 
and aspects were evident (except in parent demands), this research has empirically shown what 
parents experience anecdotally, and therefore has added to a greater understanding of this topic. 
It is easy to assume null findings are unimportant however the value in research is not found only 
in positive results, rather it is in well executed studies even when hypotheses are not supported.  
In this case the lack of finding of a difference between samples is not unimportant, rather it is 
important because it confirms some clinical experience and gives insight to the real experiences 
of parents in an empirically validated way. It has substantial implications on the type of supports 
required, highlighting that highly tailored supports may not be required at least in the area of 
work and family conflict and quality of life, although tailored interventions may be beneficial in 
other ways such as medication adherence.  
Importantly, it has focused on a group of parents (working parents of children with T1D, 
asthma and eczema) that are under-researched, and who, perhaps despite the available support 
and services are still finding everyday life challenging. It has provided a starting point for further 
investigation and discussion. Of note here, is that while the hypotheses proposed were not all 
supported by the findings (e.g., differences between parent groups), the studies together point to 
a potential that importantly the needed support and assistance exists for these parents. However, 
this aspect does require further investigation, to determine whether this could act as a potential 
barrier to the impact that care and work has on parents.  
The thesis has also generated a measure of a new scale with substantive potential impact in 
the PDH-CI. The intention here was to outline the initial development of a potentially easy and 
short measure that could be, post further validation, useful to parents and practitioners, and in 
further research. As it appears, here, its practical applications are not yet conclusive, however, it 
certainly could be used as a way to assess the extent of demands parents face.  Future research 
could validate the measure in terms of test-re-test reliability and in terms of change sensitivity. 
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The measure could then be used in a variety of research settings for research questions related to 
the level of burden on parents of children with a chronic illness. For example it could be used in 
model testing. It could also be used in clinical settings to determine the extent of burden parents 
face, or perhaps even as a waitlist measure in combination with other measures so that parents 
with high levels of burden and elevated scores in other areas could be triaged to receive support 
earlier. Finally it could also be used, once change sensitivity has been established to identify if 
any interventions offered actually reduce this burden. 
7.7 Future research 
Given the limitations discussed above, future research should look to addressing a few key 
points. Firstly, it should perhaps look into conducting research with a more representative 
sample, so as to overcome the limitation of a non-representation sample of parents used here. It 
should be noted, however, that further investigation into some of the variables in question (e.g., 
SES, parent work hours) might also be warranted. In this thesis although these are investigated in 
Study 3, these are not the key focus and as such would benefit of more in-depth research. 
Looking to further validate the new measure (PDH-CI) would also be appropriate in future 
research, in order to further support its practical application and use. 
Secondly, is future investigation of the role of support and its impact on how 
parents/mothers might be experiencing work-family conflict, or how it may help to alleviate the 
impact on them in terms of other aspects – such as parenting and QoL. This can be in the form of 
a brief survey on the support that parents/mothers receive, or perhaps a longitudinal study that 
may investigate whether demands predict higher WFC or poorer QoL over a longer time. Here, it 
should be noted that another potential avenue for future research would be to look into testing of 
models of associations, as proposed above using appropriate sample sizes and methods. In doing 
so, it would provide greater indication of what might be happening for parents and where, if 
appropriate further assistances might be needed.  
Thirdly, looking to examine and investigate similar aims using longitudinal research, to 
address the limitation of cross-sectional studies (e.g., temporal issues/causation) as discussed 
above would also be warranted. Particularly, this would address aspects such as ‘duration’ or 
even ‘severity’ of the child’s illness, and their impacts on parent experiences (less duration of 
child illness means this is novel to parents and more difficult, while a more severe illness could 
 112 
mean greater demand on time). The inclusion of fathers could also be addressed, hereby 
addressing the limitation of non-representative sample and furthering understanding.  
7.8 Conclusion  
The aim of this research has been to investigate the experiences of parents, here mostly 
mothers, facing the added role of ‘health’ carer for a chronically ill child over and above normal 
parenting responsibilities. Through a series of exploratory qualitative and quantitative studies, 
this thesis forms the starting point for research focusing on this group of parents and their 
specific experiences in balancing work, family and ‘health’ carer roles – in the context where 
everyday life can present as more challenging. It is noted that this project has presented a set of 
novel studies attempting to address the gaps of the current research on this topic. It has centred 
on describing and quantifying WFC/FWC and its effects on parents (specifically mothers) and 
children in the situation where illnesses such as T1D, asthma and eczema are present daily. The 
collection of studies illustrate that the presence of a child’s illness can impact not only on parents 
but also workplaces and the broader/extended family. It illustrates that parents are faced with 
greater demands in regard to caring for their child, which have the potential, when combined 
with other responsibilities to be detrimental to the time they can invest in either their family or 
work roles. Importantly, as illustrated here, the child’s QoL will be impacted, not only by their 
illness, but also, to some extent by a number of parent-related factors. These conclusions require 
further examination in future research to determine the effects of parent experiences on children.  
However, the review and the three empirical research studies conducted here have added 
to a greater understanding of the experiences of parents caring for a child with illness. Advocacy 
for continued implementation of support and assistance offered to parents of children with T1D, 
asthma and eczema should be investigated. Particular focus should be on investigation on 
whether this support offers a ‘barrier’ to the impact that care and work has on parents and their 
families. Investment and advocacy of government policy, funding or health industry focus should 
be on ways to minimise the impact of a child’s illness care on parents. This would not only 
benefit them but also be of benefit to their children, their families and broader society.
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Appendix B 
Table B.1.  
Types of daily demands faced by parents of chronically ill children.  
  
Demand Type Examples of types 
Illness and  
treatment  
monitoring 
• Administering medication and treatment/s1 
• Monitoring symptoms1 
• Attending medical appointments1 
• Dealing with arising emergencies and hospital visits1 
• Performing household tasks as part of illness management2 
• Attending and participating in support group meetings3 
• Dealing with conflict with other individuals regarding 
treatment4 
Caregiving of  
the child with  
illness 
• Having to organize social or school related activities5 
• Liaison with the school to administer medications and 
treatments5 
• General activities of daily living6 
• Disciplining and meeting emotional needs of the child7 
• Dealing with sleep difficulties8 
Maintaining 
family  
integrity 
• Planning vacations, day to day activities, celebrations and 
events9 
• Enlisting regular family routines9 
• Spending time with and meeting needs of other family 
members10 
• Dealing with losses of family privacy and spontaneity10 
Financial  
stability 
• Managing family finances11 
• Meeting costs related to the child’s illness11 
• Dealing with insurers to cover costs11 
1 (Arkwright et al., 2013; Callery, Milnes, Verduyn, & Couriel, 2003; Daneman, Frank, Perlman, & Wittenberg, 1999); 2(Carroll, Balkrishnan, Feldman, Fleischer, & Manuel, 2005; Lapidus & 
Honig, 1994); 3(Pate, Rutar, Battelino, Drobnič Radobuljac, & Bratina, 2015; Santer et al., 2014); 4(Sexson & Madan-Swain, 1995; Turner-Henson & Johnston, 2002);5(Klingensmith, Kaufman, 
Schatz, & Clarke, 2004; Turner-Henson & Johnston, 2002);6(Gazzotti, Nascimento, Montealegre, Fish, & Jardim, 2013);7(Wells et al., 2002);8(Horner, 1997; Moore et al., 2006; Reid & Lewis-
Jones, 1995; Sullivan-Bolyai, Knafl, Tamborlane, & Grey, 2004); 9(Lawrence, 2012);10(Wells et al., 2002);11.(Sanjari, Mehrdad, & Peyrovi, 2016; Su, Kemp, Varigos, & Nolan, 1997; Ungar & 
Coyte, 2001) 
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Appendix C  
Parent and expert questionnaire for the development of the new Parent Daily Hassles – Chronic 
Illness Scale. The two questionnaires were similar, with the exception of the front page of each – 
which differed depending on whether those filling the questionnaire out was either a parent or 
expert. These are provide below.  
 
 
 
 
 
 
The Effect of Work and Family Conflict on Quality of Life of Parents and Children 
Pilot Study of the Parent Daily Hassles (PDH) – Chronic Illness Scale 
 
 
 
PARENT QUESTIONNAIRE 
 
What is your child’s age? ___________________ years 
 
What type of illness does your child have? (Please fill in the circle) 
 ⃝ Type 1 Diabetes ⃝ Asthma ⃝ Eczema ⃝ Other: ___________________ 
 
 
On the following pages you will find the Parent Daily Demands Scale – Chronic Illness. 
The measure is presented to you two times. On each occasion the only thing that is 
different is the layout of the measure. Please fill these out to the best of your ability and 
then answer the questions which follow. As appropriate, either fill in the circle or provide 
a written answer.   
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The Effect of Work and Family Conflict on Quality of Life of Parents and Children 
Pilot Study of the Parent Daily Demands Scale (PDDC) – Chronic Illness 
 
 
 
 
 
 
EXPERT QUESTIONNAIRE 
 
 
Are you a (please circle): 
 ⃝ Researcher/ Academic 
Please indicate research area:__________________________ ⃝ General Practitioner (GP) ⃝ Pediatrician ⃝ Nurse ⃝ Other: 
Please indicate your specific 
role/occupation:___________________________ 
 
 
 
 
 
On the following pages you will find the newly developed measure (Parent Daily 
Demands Scale – Chronic Illness) as it would be given to parents with children who have 
a chronic illness. The measure is presented to you two times. On each occasion the only 
thing that is different is the layout of the measure. Please fill these out as these parents 
would and then proceed to answer the questions which follow 
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VERSION 1 
The statements below describe some of the events that routinely happen in families with all children. These statements illustrate common hassles 
or demands that most parents experience in relation to caregiving of their children, which can often make life difficult. Please read each of the 
following items and indicate how often this applies to you (never, rarely, occasionally, sometime, frequently, usually & always), and then indicate 
how much of a ‘hassle’ or  ‘demand’ you feel this has been for you from 1 (low) to 7 (high), FOR THE LAST 6 MONTHS. Please base your 
answers to these items as it applies to your child with the illness. 
  HOW OFTEN IT HAPPENS HASSLE/DEMAND 
  Never Rarely Occas- 
ionally 
Some- 
times 
Freque- 
ntly 
Usually Always 1 
Low 
2 3 4 5 6 7 
High 
1 Administering medication to my child 
 ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
2 Monitoring symptoms of my child’s 
illness ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
3 Attending medical appointments 
(doctor, specialist) ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
4 Dealing with emergencies, 
complications and hospitalisations ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
5 Performing additional tasks (e.g., 
preparing meals, cleaning the house) to 
manage my child’s illness 
⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
6 Attending/online participation in 
parent support group meetings ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
7 Communicating with medical teams 
and healthcare staff  ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
8 Organising social or school related 
activities for my child ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
9 Communicating with my child’s school 
regarding medications/ treatment ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
10 Helping my child in activities of daily 
living (e.g., eating, dressing, bathing) ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
11 Disciplining my child  
 ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
12 Meeting my child’s emotional needs 
 ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
13 Maintaining my child’s comfort 
(fussiness, pain) ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
14 Difficulties in getting my child to sleep 
at night ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
 158 
VERSION 2 
 
 
 
 
 
 
 
 
 
The statements below describe some of the events that routinely happen in families with all children. These 
statements illustrate common hassles or demands that most parents experience in relation to caregiving of 
their children, which can often make life difficult. Please read each of the following items and indicate how 
often this applies to you (never, rarely, occasionally, sometime, frequently, usually & always), FOR THE 
LAST 6 MONTHS. Please base your answers to these items as it applies to your child with the illness. 
  How often it happens 
  Never Rarely Occas- 
ionally 
Some- 
times 
Freque- 
ntly 
Usually Always 
1 Administering medication to 
my child 
⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
2 Monitoring symptoms of my 
child’s illness ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
3 Attending medical 
appointments (doctor, 
specialist) 
⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
4 Dealing with emergencies, 
complications and 
hospitalisations 
⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
5 Performing additional tasks 
(e.g., preparing meals, 
cleaning the house) to manage 
my child’s illness 
⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
6 Attending/online 
participation in parent 
support group meetings 
⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
7 Communicating with medical 
teams and healthcare staff  ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
8 Organising social or school 
related activities for my child ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
9 Communicating with my 
child’s school regarding 
medications/ treatment 
⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
10 Helping my child in activities 
of daily living (e.g., eating, 
dressing, bathing) 
⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
11 Disciplining my child  
 ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
12 Meeting my child’s emotional 
needs ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
13 Maintaining my child’s 
comfort (fussiness, pain) ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
14 Difficulties in getting my child 
to sleep at night ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
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The statements below describe some of the events that routinely happen in families with all 
children. These statements illustrate common hassles or demands that most parents 
experience in relation to caregiving of their children, which can often make life difficult. 
Please read each of the following items and indicate how much of a ‘hassle’ or ‘demand’ 
you feel this has been for you from 1 (low) to 7 (high), FOR THE LAST 6 MONTHS. 
Please base your answers to these items as it applies to your child with the illness. 
  Hassle/Demand 
  1 
Low 
2 3 4 5 6 7 
High 
1 Administering medication to my child 
 ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
2 Monitoring symptoms of my child’s illness ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
3 Attending medical appointments (doctor, 
specialist) ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
4 Dealing with emergencies, complications 
and hospitalisations ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
5 Performing additional tasks (e.g., 
preparing meals, cleaning the house) to 
manage my child’s illness 
⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
6 Attending/online participation in parent 
support group meetings ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
7 Communicating with medical teams and 
healthcare staff  ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
8 Organising social or school related 
activities for my child ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
9 Communicating with my child’s school 
regarding medications/ treatment ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
10 Helping my child in activities of daily 
living (e.g., eating, dressing, bathing) ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
11 Disciplining my child  
 ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
12 Meeting my child’s emotional needs 
 ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
13 Maintaining my child’s comfort (fussiness, 
pain) ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
14 Difficulties in getting my child to sleep at 
night ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
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In helping with further development of this measure, please answer the following 
questions, to the best of your ability. Where appropriate fill in the circle or provide a 
written answer. 
1. How long did the measure take you to complete? 
 
 
2. T
o what extent do you think the questionnaire you filled out above is a measure of 
the daily caretaking demands parents of children with chronic illness 
experience? 
1 2 3 4 5 6 7 
Not at all To a very 
small extent 
To a small 
extent 
To a 
moderate 
extent 
To a fairly 
great 
extent 
To a great 
extent 
To a very 
great 
extent ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
 
3. Are there any other types of demands that you either personally experience in 
terms of caregiving for your ill child or feel that are important to include in this 
measure? 
 
 
 
 
 
 
 
4. How easy or difficult did you find filling out the measure? 
1 2 3 4 5 6 7 
Very Easy Easy Quite 
Easy 
Neither Quite 
Difficult 
Difficult Very 
Difficult ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
 
 
5. Were there any statements that you found hard to understand, difficult to 
answer or unclear?  
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6. Were there any statements which, in your opinion, were unnecessary to include? 
Please provide statement number and reason why. 
 
 
 
 
 
 
 
 
7. Were there any statements which, in your opinion, were too personal or which 
you found uncomfortable to answer? Please provide statement number and 
reason why. 
 
 
 
 
 
 
 
8. Of the two versions (Version 1 & 2), which did you find easier to fil out? Why? ⃝ Version 1 ⃝ Version 2 
 
 
 
 
 
 
 
 
 
 
9. Do you have any other suggestions that you think will help improve this 
measure? 
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10. Please use the space below for writing down anything that you think might help 
us in making this measure as representative as possible of parent experiences 
(e.g., demands, hassles) when having chronically ill children. You are welcome to 
write down anything that you think might be relevant and helpful to us to use 
(e.g., difficulties, everyday experiences, feelings and so forth).  
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Note:  1 Rarely – less than once a month, occasionally – once a month, sometimes – once very 2 weeks, frequently – 1-2 times a week, usually – 3-4 times a week, always - daily 
 
Appendix D  
Table D.1. Final 15-item  of scale developed for the Parenting Daily Hassles – Chronic Illness (PDH-CI)  
The statements below describe some of the events that routinely occur in families with all children; with some of the items only applying to families that may need to care for children with 
an illness. In each case, however, these events sometime make life difficult. Please read each of the following items and indicate how often this applies to you, and then indicate how much 
of a ‘hassle’ or ‘demand’ you feel this has been for you FOR THE LAST 6 MONTHS. 
Item Event How often it happens1 Hassle/Demand 
  Never Rarely 
 
Occas- 
Ionally 
Some- 
Times 
Freque- 
Ntly 
Usually 
 
Always 
 
1 2 3 4 5 6 7 
1 Administering medication to my child (e.g., insulin injections, 
puffers/inhalers) ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
2 Monitoring symptoms of my child’s illness (e.g., signs of low 
blood sugar levels, breathing/wheezing distress, changes in skin 
appearance) 
⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
3 Attending medical appointments (e.g.,GP/paediatrician, 
endocrinologist, allergist, dermatologist) ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
4 Dealing with arising emergencies, complications and 
hospitalisations ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
5 Performing additional tasks (e.g., preparing meals, cleaning the 
house) to help manage my child’s illness ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
6 Attending/online participation in parent support group forums or 
meeting ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
7 Communicating with medical teams and healthcare staff ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
8 Organising social or school/day-care related activities for my 
child (e.g., parties, school field trips, school camps) ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
9 Communicating with my child’s school/other caregivers regarding 
medications/ treatment ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
10 Helping my child with activities of daily living (e.g., eating, 
exercising, dressing, bathing)  ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
11 Disciplining my child ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
12 Getting my child to sleep at night due to checking/monitoring the 
symptoms of their illness ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
13 Worrying about my child’s happiness and ability to cope with 
their condition ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
14 Worrying that I am not performing/understanding the right 
amount of responsibility in relation to my child’s condition  ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
15 Not getting educational support measures from medical team  ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ ⃝ 
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Appendix E 
Data Screening 
Sample size. The sample size used for these analyses was deemed appropriate. 
Despite conventions about appropriate sample sizes varying greatly, the sample size for the 
EFA was a total of n = 80 parents. This is deemed appropriate by Gorsuch (1983) and Cattell 
(1978) when using the minimum ratio of sample size to number of variables convention 
(usually a recommend 3 to 6 subjects per item). A total of 308 parents attempted the 
questionnaire for this study. This sample included both parents of children with illness and 
children without (healthy controls). Of the total number, n = 55 were screened out, with a 
total of n = 86 parent of children with chronic illness and n = 89 parents of healthy children 
completing the measure. Of these numbers, however, n = 71 parents of children with chronic 
illness and 63 parents of healthy children completed both the ‘frequency’ and ‘hassles’ scales 
of the PDHS-CI. Additionally, n = 39 parents of each - children with chronic illness and 
healthy children were also examined, despite not completing all of the measure. Of these 
parents, n = 10 were included as part of the final sample, in the group of parents with 
chronically ill children, while n = 5 parents of healthy children were included, given they also 
completed both the ‘frequency’ and ‘hassles’ scales of the PDHS-CI.  
Of interest, here is the sample of parents of children with chronic illness. Closer 
examination of the scores for each of the 81 parents, revealed that one parent responded to 
part of the measure, the hassles scale with the same score across all items. As conventions in 
research analysis and particularly data cleaning and preliminary analyses suggest that not all 
participants conscientiously engage in the research task and often produce invalid data. One 
way to make sure this is not a problem is to identify such cases by visually scanning of each 
participant's responses. This was something that was done here and the participants whose 
responses are clearly patterned should be dropped from the sample (DiLalla & Dollinger, 
2006). One parent met this criterion and was removed from the original sample. As such 80 
parents of children with chronic illness were included as part of the final sample for the EFA. 
Missing Data. Some participants were found to be missing data on a few of the 15 
items included. For the frequency items, four participants were missing data on 1 out of 15 
items. Missing data therefore, for the frequency items participants/cases were missing around 
6.7% of the data. For the ‘hassles’ items one participant was missing data on 7 out of the 15 
items (46.7%), two participants were missing 6 out of 15 items (40%); three participants were 
missing data on 4 out of 15 items (26.7%), one participant was missing 3 out of 15 items 
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(20%), two participants were missing data on 2 out of 15 items (13.3%), while three 
participants were missing data on 1 out of 15 items (6.7%). Missing data therefore, for the 
hassles items participants/cases were missing from 46.7% to 6.7% of the data. 
Given the high percentages at the participant level, Missing Values Analysis (MVA) 
were conducted further to determine if this missing data was problematic. For the 
“frequency” scale, the MVA results revealed that no variables or scale items with 5% or more 
missing values existed. For this subscale, four items were missing some data, specifically 
1.2%. Furthermore, close examination of Little's MCAR test revealed that this missing data 
was not likely to be Missing Completely at Random (MCAR) given that Little's MCAR test 
obtained for this data was not significant, χ2 = 64.261 (df = 56; p = .210), For the “hassles” 
scale, four of the 15 items were missing more than 5% of the data – these were: Items 4 
(6.3%), 6 (11.3%), 7 (7.5%) and 15 (7.5%). In order to determine the type of missing data 
further analyses were conducted. Little’s MCAR test was firstly conducted and examined. 
Close examination of this test revealed that this missing data was not likely to be Missing 
Completely at Random (MCAR) given that Little's MCAR test obtained for this study’s data 
resulted in a χ2 = 151.553 (df = 125; p = .053), with this result suggesting that Little MCAR 
test to be non- significant. Though no established cut-off exist in the literature regarding 
acceptable percentage of missing data in a data set; some assert that a missing rate of 5% or 
less is inconsequential and likely to have no consequence or influence for statistical 
inferences (Schafer, 1999). Other conventions suggest that a missing data rate of 15% to 20% 
(Dong & Peng, 2013; Enders, 2003) is common in educational and psychological studies. 
Based on these conventions is used, overall, it was concluded that all items for the 
“frequency” scale were adequately assessed with little missing data, while the “hassles” 
scale, although missing data on four of the 15 items, the data was Missing Completely at 
Random (MCAR) given the results above. Overall, it can be concluded that no problem of 
missing data existed for items of the new PDHS- CI in the EFA sample.  As such Estimation 
Maximization (EM) was used to deal with the missing data in all cases. This resulted in a 
dataset with no missing data for 80 parents of children with chronic illness.  
Recoding of the items. Before going further and looking at normality of the items 
included, recoding of the two scales – ‘frequency’ and ‘hassles’ took place. In order to be 
interpreted appropriately, the original coding of the two scales was changed. For the 
‘frequency’ scale, new coding reflected the following – a 7 point Likert scale where 0 = 
Never, 1 = Rarely, 2 = Occasionally, 3 = Frequently, 4 = Sometimes, 5 = Usually and 6 = 
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Always. Similarly, for the ‘hassles’ or intensity scale, new coding reflected the following – a 
7-point Likert scale where 0 = low and 6 = high. 
Outliers (univariate and multivariate). Post this recoding of the two scales, box 
plots and descriptive statistics (5% trimmed mean & means) for each individual item were 
examined for the presence of any potential univariate outliers. Inspection of boxplots 
revealed that out of all of the items, for the ‘frequency’ subscale -  Item 15 had individual 
cases of potential outliers on the high end. All of the remaining items (1 through to 14) were 
found to have no cases of potential outliers. For the ‘hassles’ subscale all items were found to 
have no cases of potential outliers. In order to further investigate the potential problematic 
Item 15 for the ‘frequency’ subscale, difference calculations between the item’s mean score 
and its respective 5% trimmed mean were assessed. This however was revealed to be a very 
small difference. This suggests that when comparing the original mean and the trimmed 
mean, it seems that despite the presence of some extreme scores, these scores are not having 
a lot of influence on the mean (Tabachnick & Fidell, 2013).  
A linear regression analysis assessed whether any multivariate outliers, 
multicollinearity or singularity existed in the data set. No multivariate outliers were identified 
for the ‘frequency’ subscale such that no cases in the dataset were found to have greater value 
than the critical Mahalanobois’ distance value, χ2 (15) = 37.70, p = .001. For the ‘hassles’ 
subscale, one case was identified to have a greater value than the critical Mahalanobois’ 
distance value, χ2 (15) = 37.70, p = .001. Furthermore, tolerance values for all items were 
deemed acceptable, with the majority of the 15 items showing tolerance values at or above 
.20 (Tabachnick & Fidell, 2013). For the ‘frequency’ subscale items showed tolerance values 
between .24 and .52, while for the ‘hassles’ subscale items showed tolerance values 
anywhere between .20 and .57. Overall, no items exhibited a tolerance value of less than .20 
(Tabachnick & Fidell, 2013). Additionally, inspection of Squared Multiple Correlations 
(SMCs) revealed that no items of the PDHS- CI exhibited a SMC of 1 on either of the two 
subscales; however, a few items on both subscales showed a SMC close to 1 (highest SMC 
for ‘frequency’ was .76; and for ‘hassles’ was .80) but were deemed be non-problematic. This 
suggests no singularity problems in the dataset. Put together, the combined analyses of 
Tolerance Values and SMCs suggested no significant evidence for multicollinearity or 
singularity problems in the dataset.  
Skewness. Descriptive statistics of the dataset revealed that of the total number of 
items, for the ‘frequency’ subscale, 2 items (Item 4 and Item 15) were found to be 
significantly skewed. Both were found to be positively skewed. Similarly, for the ‘hassles’ 
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subscale 2 items (Item 6 and Item 15) found to be significantly skewed. Both items were 
found to be positively skewed. These items were determined to be skewed based on whether 
their respective standard skewness scores significantly departed from normality, z ≥ ± 3.29, p 
< .001 (Tabachnick & Fidell, 2013). The small number of skewed items, little evidence for 
any potential outliers both univariate and multivariate and the little missing data led to 
inclusion of all 15 items of the PDHS- CI in the Exploratory Factor Analysis.  
Exploratory Factor Analysis 
Best practices in Exploratory Factor Analysis outlined in Costello and Osborne (2005) 
suggest that when data is relatively normally distributed, maximum likelihood is the best 
approach (Fabrigar, Wegener, Maccallum, & Strahan, 1999). If, however, the assumption of 
multivariate normality is “severely violated” they recommend one of the principal factor 
methods; in SPSS this procedure is called "principal axis factors" (Fabrigar et al., 1999). In 
general, ML or PAF will give the best results, depending on whether your data are generally 
normally-distributed or significantly non-normal, respectively. As such, ML was not 
conducted for this set of items given the skewness and potential multivariate outlier problem 
outlined above. 
Consequently, as a first step, given no major violations of assumptions, an initial 
factor analysis using the 15 items was conducted. Both Principal Components Analysis or 
PCA and Principal Axis Factoring or PAF solutions were conducted, using two common 
rotation methods, Varimax and Direct Oblimin rotation. As there were no initial hypotheses 
on the number of factors to retain and the specific items that would make up the factors, 
together with the small sample size, the potential that the extracted factors could be 
correlated, but that the overall the aim not necessarily being to reduce the number of items 
included in the scale, typically the aim of PCA (Costello & Osborne, 2005), a set of both 
PCA and PAF solutions were conducted.  
Number of factors to retain. Several well-recognized criteria were used to make 
decisions about the factorability of correlations, item communalities and number of factors to 
retain. For the latter, Parallel Analysis (PA), the Kaiser criteria and eigenvalues/scree plot 
methods were examined.  
Firstly, the majority of items correlated at least .3 with either one or more items, 
suggesting reasonable factorability (Tabachnick & Fidell, 2013) in all cases, for both the 
‘frequency’ and ‘hassles’ scale. Secondly, the Kaiser-Meyer Olkin measure of sampling 
adequacy of .86 for both scales, deemed meritorious (Kaiser, 1974), that obtained with this 
data was above the recommended value of .6 (Kaiser, 1974). This also suggested that the 
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sample was factorable. Thirdly, and finally, Bartlett’s test of Sphericity was also found 
significant in all cases, p < .001. Finally, communalities of the items were all in line with the 
common guideline of the lowest communalities, which is usually less than .20 so that 80% of 
the unique variance is explained (Child, 2006; Gie Yong & Pearce, 2013). As no items met 
this latter criterion none were eliminated. From the above, a first initial solution with no 
factors retained, for both the ‘frequency’ and ‘hassles’ items using both PCA and PAF 
analysis and Varimax and Direct Oblimin rotation were examined.  
For each of the two scales the initial solutions, for both PAF and PCA solutions, and 
across both rotations, Kaiser criterion rule (Kaiser, 1960) revealed that a 3-factor solution 
best explained the data, and a such three factors should be retained. However, more recent 
practices in determining the number of factors to retain in EFA have used alternative methods 
such as the scree plot (Cattell, 1966), Velicer’s minimum average partial or MAP (Velicer, 
1976), and parallel analysis (Horn, 1965). Two of these, the scree plot and parallel analysis 
were also examined here, and used as criteria to determine the final number of factors to 
retain. The scree plot is now becoming a more common and recommended approach; 
however, the plot is effectively interpreted when a clear change of the slope is present. 
Therefore, it is often challenging when there are multiple slopes changes or a more gradual 
change of slope. It therefore makes this method subjective as it is commonly based on the 
researcher’s perception of where the “elbow” of the plot levels out (O’Connor, 2000).  
The Parallel Analysis or PA (Horn, 1965) method, however, is said to rely on 
statistical theory and represents a better solution in identifying the appropriate number of 
factors to extract. This approach is the only approach so far to test the probability that a factor 
is due to chance. It is also known to minimize over-identification of factors based on 
sampling error and is a more superior method than reliance on just eigenvalue scores 
typically generated by factor analytic processes. PA is also a procedure that identifies the 
number of factors prior to performing an exploratory factor analysis. The general procedure 
of PA is as follows: PA usually can create anywhere between 1,000–5,000 Monte Carlo 
simulations on randomly generated data that are matched to the specific sample size and the 
number of scale items in the initial dataset. These simulations then generate a 95th percentile 
cut-off line, typically then shown as an overlay on a scree plot given the item and sample size 
constraints. Those factors above the 95th percentile line that are generated by the simulations 
are considered to be “beyond chance” (Wood, Akloubou Gnonhosou, & Bowling, 2015).  
Typically, eigenvalues (EV) from research data prior to rotation are compared with 
those from a random matrix (actually normal pseudorandom deviates) of identical 
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dimensionality to the research data set (i.e. same number of p variables and n samples). It 
essentially compares the actual EVs with EVSs from a randomly generated data set of a 
similar size. Using the SPSS syntax provide by O’Connor (2000) both Principal Components 
Analysis (PCA) and Principal axis/common factor (PAF) analyses for Normally Distributed 
Random Data Generation and for Raw Data Permutation were conducted.  
In all instances interpretation of the results of the analyses is as follows: Watkins 
(2006), for example recommends that components that have actual EVs greater than the 
randomly generated criterion value should be retained, while component with actual EVs that 
are less than the randomly generated criterion value should be rejected, so as to limit the risk 
of a Type II error. Taking this into account and the results from the SPSS generated 
eigenvalues, you can confidently specify the number of factors to extract in the subsequent 
factor analysis. Common methods have further suggested that research data be subsequently 
reanalysed, through FA using the new retained, ‘correct’ number of components (Frane & 
Hill, 1976).  
Table E.1  
Comparison of Raw Data and Parallel Analysis Eigenvalues (EV) for the Frequency and 
Hassle scale items for Principal Axis/Common Factor Analysis (Ncases = 80, NVars = 15 
items, Ndatsets = 1000) using both Normally Distributed Random Data Generation and Raw 
Data Permutation.  
 
  Percentile Random Data Eigenvalues ( 
Frequency Items) 
Root1 Raw Data  
Eigenvalues 
Normally Distributed  
Random Data Generation2 
Raw Data 
Permutation3 
1 7.079824 1.239459 1.256706 
2 1.092456 .967196 .984445 
3 .731104 .788625 .786785 
4 .594213 .644221 .636346 
5 .311176 .510913 .508734 
  Percentile Random Data Eigenvalues  
(Hassles Items) 
Root Raw Data  
Eigenvalues 
Normally Distributed  
Random Data Generation 
Raw Data 
Permutation 
1 7.403347 1.248957 1.241004 
2 .955363 .963765 .978301 
3 .713845 .784054 .777583 
4 .569624 .629426 .648900 
5 .399796 .497090 .508110 
        1 Root, component or factor. The latter will be referred to here. 
        2 Normally Distributed Random Data Generation or NDRDG, 
        3 Raw Data Permutation (RDP) 
 
Using these conventions, Table E.1. above illustrates the results of a first initial PA 
using As illustrated, the PA (Ncases = 80, NVars = 15 items, Ndatsets = 1000) for the 
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‘Frequency’ items revealed actual Eigenvalues were greater than randomly generated 
Eigenvalues for Factor 1 (actual value/raw data: 7.080, generated value NDRDG: 1.239 ; 
RDP: 1.256), and for Factor 2 (actual value/raw data: 1.092, generated value NDRDG: .967; 
RDP: .984). Factor 3, however, had an actual value/raw data Eigenvalue (.731) both less 
than 1.000 and less than the randomly generated Eigenvalue (NDRDG: .788, RDP: .787). 
From this the first two factors/roots showed met the criteria/conventions indicated above, and 
as such this result suggests that two factors should be interpreted for these items. The PA 
(Ncases = 80, NVars = 15 items, Ndatsets = 1000) for the ‘Hassles’ items revealed actual 
Eigenvalues were greater than randomly generated Eigenvalues for Factor 1 (actual value 
7.403, generated value NDRDG: 1.249; RDP: 1.241). For both Factor 2 (actual value .955, 
generated value NDRDG: .964; RDP: .978) and Factor 3 (actual value .714, generated value 
NDRDG: .784; RDP: .777), however, both had an actual EVs less than 1.000 and less than 
their corresponding randomly generated EV. From this the first factor/root showed met the 
criteria/conventions indicated above, and as such this result suggests that one factor should be 
interpreted for these items.  
As such considering both the results from the PA and the Kaiser criterion, regarding 
the number of factors to retain for both the ‘frequency’ and ‘hassle’ items – in addition to the 
3-factor solutions for each which was assessed, a set of both 1- and 2- factor solution using 
PAF, and varimax and direct oblimin rotations for both were conducted and assessed.  
For the frequency items, the 2-factor PAF solution using direct oblimin rotation 
showed the clearest solution, with fewer item cross loadings and a good conceptual fit of 
items on each factor. For the hassles items, a 1-factor PAF solution using direct oblimin 
rotation showed the clearest solution. Given that the varimax rotation revealed a similar 
factor structure and similar factor loadings, but that the PAF and direct oblimin was the 
solution chosen for the ‘frequency’ items, the PAF solution with direct oblimin rotation was 
chosen. Closer examination of items loading on each of the factors for the ‘frequency’ scale 
showed four items: 9, 11, 13, 14 having cross loadings of >.30. Item 11: Getting my child to 
sleep at night due to checking/monitoring the symptoms of their illness and Item 14: 
Worrying that I am not performing/understanding the right amount of responsibility in 
relation to my child’s condition had the highest cross loadings and were therefore removed. 
As such, for the ‘frequency’ items another factor analysis was performed using 13 items.  
A similar approach was taken with this 13-item version, with all assumptions related 
to factorability (Tabachnick & Fidell, 2013) all being met. Communalities of the items also 
met conventions, with no items showing a communality < .20 (Child, 2006; Gie Yong & 
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Pearce, 2013)). As such, none of the 13 items were eliminated. From the above, a first initial 
solution with no factors retained, using both PCA and PAF analysis and Varimax and Direct 
Oblimin rotation were examined. However, a PA conducted to examine the number of factors 
to retain again revealed that instead of a 3-factor solution revealed by the initial FA, a 2-
factor solution should be retained instead. As per similar conventions as above, Table E.2 
below illustrates the results of second PA. As illustrated (see Table E.2), PA (Ncases = 80, 
NVars = 12 items, Ndatsets = 1000) for the ‘Frequency’ items revealed actual Eigenvalues 
were greater than randomly generated Eigenvalues for Factor 1 (actual value/raw data: 
5.607, generated value NDRDG: 1.089; RDP: 1.080), and for Factor 2 (actual value/raw 
data: 1.066, generated value NDRDG: .799; RDP: .802). Factor 3, however, had an actual 
Eigenvalue (.413) both less than 1.000 and less than the randomly generated Eigenvalue 
(NDRDG: .622, RDP: .620). From this the first two factors/roots showed met the 
criteria/conventions indicated above, and as such this result suggests that two factors should 
be interpreted for these items. 
Table E.2  
Comparison of Raw Data and Parallel Analysis Eigenvalues (EV) for the Frequency scale 
items for Principal Axis/Common Factor Analysis (Ncases = 80, NVars = 12 items, Ndatsets 
= 1000) using both Normally Distributed Random Data Generation and Raw Data 
Permutation.  
 
  Percentile Random Data Eigenvalues 
Root1 Raw Data  
Eigenvalues 
Normally Distributed 
Random Data 
Generation2 
Raw Data 
Permutation3 
1 5.607522 1.088745 1.080593 
2 1.065781 .799061 .802228 
3 .413510 .622017 .620926 
4 .340483 .473365 .469474 
5 .202507 .340360 .337445 
1 Root, component or factor. The latter will be referred to here.  
2 Normally Distributed Random Data Generation or NDRDG,  
3 Raw Data Permutation (RDP) 
 
 
As such a 2-factor solution, using PAF and Direct Oblimin rotation was examined.  
Closer examination of items loading on each of the factors for the ‘frequency’ scale showed 
two items (9 and 14) having cross loadings of >.30, however these were on the low end. The 
items loadings of each of the two factors also made conceptual sense, with the exception of 
one item, Item 12: Disciplining my child. Consequently, this item was further removed, and a 
final FA of the 12-items for the ‘frequency’ items, using PAF and Direct. This final solution 
is discussed more specifically in the Results section of Chapter 4. 
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Appendix F 
Table F.1 
Means and standard deviations of items of the PDH-CI based on factors for the frequency 
items, and the overall hassles 1-factor solution 
 
Statements (Item Number) Frequency Hassles 
Frequency Factor 1 Score  Score  
Dealing with arising emergencies, complications and 
hospitalizations (4). 2 Occasionally 3 Moderate 
Communicating with medical teams and healthcare staff (7). 3 Sometimes 2 Moderate 
Not getting educational support measures from medical team (15). 1 Rarely 1 Low 
Attending medical appointments- e.g., GP/pediatrician, 
endocrinologist, allergist, dermatologist (3). 3 Sometimes 3 Moderate 
Attending/online participation in parent support group forums or 
meetings (6). 2 Occasionally 1 Low 
Organizing social or school/day-care related activities for my 
child - e.g., parties, school field trips, school camps (8). 3 Sometimes 2 Moderate 
Helping my child with activities of daily living - e.g., eating, 
exercising, dressing, bathing (10). 3 Sometimes 2 Moderate 
Frequency Factor 2     
Monitoring symptoms of my child's illness - e.g., signs of low 
blood sugar levels, breathing/wheezing distress, changes in skin 
appearance (2). 4 Frequently 3 Moderate 
Administering medication to my child - e.g., insulin injections, 
puffers/inhalers (1). 4 Frequently 3 Moderate 
Performing additional tasks (e.g., preparing meals, cleaning the 
house) to help manage my child's illness (5). 4 Frequently 3 Moderate 
Communicating with my child’s school/other caregivers regarding 
medications/ treatment (9). 4 Frequently 3 Moderate 
Worrying about my child’s happiness and ability to cope with 
their condition (13). 4 Frequently 3 Moderate 
Frequency Items Not Included     
Getting my child to sleep at night due to checking/monitoring the 
symptoms of their illness (11). 3 Sometimes 3 Moderate 
Worrying that I am not performing/understanding the right 
amount of responsibility in relation to my child’s condition (14). 3 Sometimes 3 Moderate 
Disciplining my child (12). 3 Sometimes 2 Moderate 
Note: 0 – never, 1= rarely (less than once a month), 2 = occasionally (once a month), 3 = sometimes (once very 2 weeks), 4 = frequently (1-
2 times a week), 5 = usually (3-4 times a week), 6 = always (daily) 
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Appendix G  
Table G.1. Descriptive Data and Spearman's rank correlation (Spearman's rho) Between Illness Specific Parenting Daily Hassles, General Parenting Daily Hassles, Work-
family Conflict, Parenting, Parenting Stress, Parent Quality of Life and Child Quality of Life for association analyses in a sample of parents with chronically ill children (n = 
64) and parents with healthy children (n = 49). The correlations for the latter group are those italicised in the table. 
Note: aScores are based on a newly developed Parenting Daily Hassles Scale – Chronic Illness (PDH-CI), where for frequency and hassles scores higher scores indicate greater frequency and more hassles. Frequency Factor 1: Demands related to medical and social support (7 items); Factor 2: 
Demands related to medical symptoms (5 items); Frequency (12 items); Hassles (15 items). bScores are based on a variation of the Parenting Daily Hassles Scale (PDH-CI) originally developed by Crnic and Greenberg (1990). For frequency and hassles scores higher scores indicate greater 
frequency and more hassles. cScores are based on the Work and Family Conflict Scale (WAFCS) by Haslam et al. (2014), where low scores indicating low levels of work-family/family-work conflict and high scores indicating high levels of work-family/family-work conflict. dScores are based on 
the Parenting Scale (PS) by Arnold et al. (1993), where low scores indicate good parenting and high scores indicate dysfunctional parenting. eScores are based on the Parental Stress Scale by Berry and Jones (1995), where higher scores on the scale indicate greater stress. fScores are based on the 
WHOQoL-BREF: World Health Organization Quality of Life – BREF by Bonomi et al. (2000), where higher scores indicate better QoL. gPedsQL  Pediatric Quality of Life Inventory  by Varni et al. (1999)  where lower scores reflected poorer child functioning. *p  < .05. **p  < .01
 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16 17 18 19 20 21 22 23 24 25 26 
1. Demands (CI) Frequencya - .91** .86** .58** .25 .27 .36* .29* -.05 -.05 -.17 -.03 -.05 -.34* -.14 -.15 -.28* -.16 -.26 -.21 -.26 -.17 -.22 -.27 - - 
2. Medical/Social Support .91** - .62** .56** .34* .31* .35* .25 .02 -.06 -.12 .07 .04 -.31* -.15 -.12 -.27 -.18 -.15 -.14 -.14 -.08 -.12 -.16 - - 
3. Medical Symptoms .90** .65** - .49** .11 .19 .34* .28* -.12 -.03 -.17 -.10 -.10 -.27 -.12 -.10 -.19 -.13 -.32* -.25 -.32* -.19 -.25 -.37** - - 
4. Demands (CI) Hasslesa .65** .57** .61** - .47** .66** .64** .40** .19 .14 .14 .05 .31* -.24 -.31* -.17 -.35* -.29* -.31* -.21 -.31* -.17 -.27 -.45** - - 
5. Demands (Gen) Frequencyb .47** .46** .41** .54** - .87** .32* .38** .32* .22 .28 .02 .43** -.41** -.23 -.11 -.24 -.35* -.38** -.38** -.35* -.29* -.30* -.37** - - 
6. Demands (Gen) Hasslesb .37** .38** .31* .66** .76** - .45** .42** .46** .36* .41** .06 .47** -.36* -.37** -.25 -.36* -.46** -.31* -.27* -.29* -.20 -.22 -.42** - - 
7. Work-family conflictc -.14 -.18 -.07 .05 .21 .08 - .53** .03 -.00 .02 .03 .26 -.24 -.38** -.10 -.34* -.30* .00 .07 -.02 .08 -.06 -.29* - - 
8. Family-work conflictc .15 .16 .10 .32** .41** .45** .37** - .15 .16 .11 .14 .20 -.17 -.23 -.26 -.42** -.11 -.09 .08 -.14 -.08 -.21 -.26 - - 
9. Dysfunctional Parentingd -.11 .01 -.20 .18 .04 .23 .03 .38** - .82** .55** .53** .09 -.11 -.23 -.32* -.24 -.34* -.11 -.21 -.07 -.06 -.10 -.05 - - 
10. Laxness -.08 .04 -.17 .20 -.01 .19 .01 .36** .89** - .34* .20 .03 -.11 -.15 -.20 -.24 -.34* -.09 -.19 -.04 -.01 -.07 -.04 - - 
11. Overreactivity -.14 -.10 -.15 -.02 .06 .19 .10 .27* .62** .43** - .24 .26 -.16 -.23 -.18 -.09 -.25 -.06 -.16 -.02 -.00 -.06 -.08 - - 
12. Verbosity -.07 -.03 -.12 .21 .11 .18 -.01 .28* .76** .59** .32* - -.01 .02 -.05 -.34* -.17 -.04 .06 .09 .03 -.03 .01 .11 - - 
13. Parenting Stresse .15 .10 .17 .34** .50** .55** -.02 .24 .11 .06 .23 .09 - -.27 -.16 -.06 -.08 -.26 -.10 -.15 -.07 -.10 .01 -.17 - - 
14. Parent Quality of Lifef -.21 -.17 -.22 -.18 -.15 -.19 -.22 -.17 -.03 -.05 -.16 .19 -.28* - .49** .51** .46** .54** .32* .38** .26 .23 .34* .12 - - 
15. Physical Health -.10 -.09 -.10 -.16 -.20 -.24 -.19 -.33** -.14 -.16 -.14 .04 -.25* .64** - .58** .60** .63** .24 .25 .23 .18 .29* .19 - - 
16. Psychological Health .04 -.01 .06 -.14 -.11 -.24 -.27* -.31* -.39** -.33** -.48** -.14 -.22 .61** .60** - .62** .51** .25 .15 .25 .25 .31* .11 - - 
17. Social Relationships -.23 -.26* -.20 -.17 -.26* -.30* .05 -.24 -.24 -.11 -.18 -.18 -.17 .39** .47** .58** - .51** .13 .07 .14 .15 .21 .04 - - 
18. Environment -.06 -.14 .00 -.18 -.31* -.40** -.19 -.48** -.29* -.26* -.23 -.04 -.26* .45** .67** .61** .53** - .33* .36* .30* .21 .24 .33* - - 
19. Child Quality of Lifeg -.41** -.46** -.25* -.45** -.38** -.42** -.03 -.41** -.27* -.29* .03 -.22 -.28* .05 .23 .05 .11 .27* - .88** .98** .88** .87** .69** - - 
20. Physical Functioning -.27* -.32* -.12 -.27* -.21 -.25* .03 -.26* -.23 -.31* .02 -.17 -.13 .05 .17 .06 .02 .16 .80** - .78** .67** .71** .54** - - 
21. Psychosocial Functioning -.45** -.49** -.29* -.49** -.40** -.43** -.03 -.42** -.26* -.25* .01 -.21 -.31* .07 .23 .04 .11 .28* .95** .61** - .91** .87** .70** - - 
22. Emotional Functioning -.39** -.36** -.33** -.47** -.48** -.41** -.16 -.41** -.21 -.16 -.09 -.17 -.28* .15 .19 .09 .14 .26* .65** .31* .74** - .76** .45** - - 
23. Social Functioning -.29* -.37** -.13 -.42** -.28* -.39** -.10 -.39** -.29* -.32* .04 -.15 -.26* .00 .17 .06 .02 .30* .82** .57** .84** .50** - .47** - - 
24. School Functioning -.42** -.46** -.27* -.38** -.34** -.35** -.00 -.29* -.16 -.14 .07 -.18 -.27* -.00 .17 .01 .15 .20 .84** .59** .84** .39** .64** - - - 
25. Child Illness Duration -.18 -.11 -.26* -.06 -.16 -.15 .05 .01 .10 .06 -.20 .22 -.29* .09 -.07 .02 .09 .04 .00 -.15 .10 .24 .02 -.02 - - 
26. Child Illness Severity -.59** -.42** -.65** -.49** -.17 -.14 .06 -.07 .13 .10 .19 .14 -.08 .17 .07 -.04 .08 .02 .22 .08 .27* .22 .25* .25* .18 - 
M (SD) Chronic Illness 37.33 
(16.14) 
17.26 
(9.44) 
20.06 
(8.40) 
37.91 
(19.79) 
56.09 
(23.03) 
45.69 
(23.96) 
21.75 
(7.39) 
18.19 
(7.74) 
2.75 
(.56) 
2.77 
(.96) 
3.25 
(.80) 
3.93 
(.84) 
52.01 
5.66 
3.63 
(.83) 
64.84 
(17.04) 
58.59 
(16.35) 
54.95 
(25.66) 
67.24 
(13.48) 
67.88  
(16.87 
71.43 
(18.97) 
65.99 
(18.73) 
59.53 
(22.25) 
73.83 
(22.05) 
64.61 
(22.94) 
3.60 
(2.52) 
2.70 
(1.19) 
Range 72.00 42.00 30.00 83.00 114.00 85.00 30.00 30.00 2.53 4.27 4.10 4.29 24.00 3 78.57 75.00 100.00 65.63 85.87 78.13 93.33 100.00 100.00 100.00 9.88 4.00 
α .91 .85 .91 .92 .91 .93 .88 .89 .88 .89 .74 .79 .80 - .83 .80 .81 .76 .92 .82 .91 .83 .87 .86 -- -- 
M (SD) Healthy 12.00 
(9.82) 
7.57 
(5.07) 
4.43 
(5.65) 
10.20 
(13.65) 
42.88 
(25.59) 
31.33 
(27.70) 
21.86 
(6.78) 
17.33 
(9.07) 
2.59 
(.40) 
2.45 
(.81) 
3.17 
(.63) 
3.77 
(.64) 
52.14 
(5.20) 
3.88 
(.88) 
68.73 
(15.23) 
59.18 
(19.91) 
57.65 
(23.68) 
71.17 
(15.13) 
81.39 
(13.69) 
86.61 
(13.29) 
78.61 
(15.02) 
69.69 
(18.04) 
82.86 
(16.46) 
83.27 
(17.13) 
-- - 
Range 43.00 24.00 22.00 58.00 106.00 103.00 28.00 30.00 1.67 3.45 2.90 2.71 26.00 4.00 67.86 87.50 100.00 84.38 57.61 59.38 70.00 75.00 70.00 65.00 - - 
α .83 .63 .82 .83 .96 .96 .87 .94 .76 .85 .60 .10 .54 - .75 .88 .78 .82 .92 .75 .91 .82 .83 .79 - - 
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Table G.2.  
Mean and standard deviations for analyses of interaction effects of parent group by 
Socioeconomic Status- SES, work hours, number of children and occupation on parenting, 
child and parent quality of life (QoL), work-family conflict and parent demands. 
 
 Chronic Illness (CI) Healthy Outcome/variable 
Number of children M (SD) M (SD)  
1 child 2.85 (.86) 2.73 (.82) 
Parent Laxness 2 children 2.81 (.91) 2.50 (.89) 
³ 3 children 2.40 (.78) 2.83 (1.14) 
Socio-economic status M (SD) M (SD)  
Low SES 69.95 (17.03) 82.47 (15.02) 
Overall Child QoL Mid SES 67.01 (20.73) 82.22 (17.50) 
High SES 74.52 (13.78) 78.18 (14.44) 
    
Low SES 68.63 (17.49) 80.42 (17.13) Psychosocial 
functioning Mid SES 63.84 (22.33) 79.73 (20.15) High SES 72.58 (16.46) 75.37 (15.81) 
    
Low SES 75.71 (20.85) 82.81 (19.91) 
Social functioning Mid SES 67.61 (26.92) 82.60 (23.90) 
High SES 82.47 (14.96) 81.42 (17.47) 
    
Low SES 65.24 (19.39) 66.58 (16.07) Parent physical 
health Mid SES 71.94 (12.07) 67.11 (13.89) High SES 65.93 (15.58) 73.08 (13.77) 
    
Low SES 17.55 (6.08) 24.27 (7.31) Parent work-family 
conflict (WFC) Mid SES 21.30 (6.02) 22.71 (5.23) High SES 22.73 (7.01) 21.94 (7.66) 
Work hours M (SD) M (SD)  
0-15 hours 56.54 (23.63) 77.55 (10.46) Parent physical 
health 16-37 hours 68.38 (15.24) 72.78 (12.86) ³  38 hours 68.43 (13.85) 68.08 (16.71) 
    
0-15 hours 43.75 (31.61) 76.19 (18.90) Parent social 
relationships 16-37 hours 55.76 (21.86) 61.74 (19.93) ³  38 hours 58.53 (25.88) 56.08 (24.10) 
    
0-15 hours 38.62 (20.11) 5.33 (1.53) Parent Daily Hassles 
– Chronic Illness 16-37 hours 40.16 (19.22) 11.89 (10.87) ³  38 hours 30.91 (21.13) 21.42 (19.08) 
    
0-15 hours 50.00 (25.59) 22.80 (17.18) Parent Daily Hassles 
– General 16-37 hours 50.74 (23.20) 26.94 (19.94) ³  38 hours 39.32 (23.66) 39.50 (26.85) 
    
0-15 hours 18.83 (9.57) 8.14 (4.10) Parent Family to 
Work Conflict 
(FWC) 
16-37 hours 16.63 (6.33) 16.33 (7.82) 
³  38 hours 17.84 (8.47) 16.49 (8.72) 
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Appendix G.3.  
Detailed results of additional analyses for Socioeconomic Status (SES) and work hours. 
 
Socioeconomic Status (SES) 
For child overall QoL and psychosocial functioning, parents from Low SES and Mid 
SES with a chronically ill child as opposed to those with a healthy developing child reported 
poorer QoL/functioning. For child social functioning, parents from a Mid SES with a 
chronically ill child as opposed to those with a healthy developing child reporting poorer 
social functioning. Additionally, parents of chronically ill children from a Mid SES reported 
poorer child social functioning than those from a High SES. For parent physical health, 
parents of a chronically ill child, as opposed to parents with a healthy developing child 
reported poorer health at high SES only. Lastly for WFC, parents from a Low SES, with a 
chronically ill child as opposed to parents with a healthy developing child reported less WFC. 
For parents with a chronically ill child, those from a Low SES reported significantly less 
WFC than those from a High SES.  
 
Work hours 
Significant interactions were found for parent physical health, parent social 
relationships, hassles of demands (CI and general) and family-work conflict (FWC), all Fs ≥ 
3.01, ps <.05. For parent physical health and parent social relationships, parents working 0-15 
hours with a chronically ill child reported poorer physical health and social relationships than 
parents of healthy children working similar hours. Furthermore, parents with a chronically ill 
child working 0- 15 hours reported poorer physical health than those working 16-27 hours 
and ≥ 38 hours. For parent hassles (chronic illness) and parent hassles (general), parents 
working 0-15 hours and 16-37 hours who also had a chronically ill child reported greater 
hassles of demands than parents of healthy children working similar hours. Lastly for FWC, 
parents working 0-15 hours who also had a chronically ill child reported greater FWC than 
parents of healthy children working similar hours. Additionally, parents with a healthy child 
working 0-15 hours reported poorer physical health than both parents working 16-27 hours or  
≥ 38 hours.  
